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FOREWORD
A n n iv e r s a r ie s ,  b e s id e s  b e in g  m ile s to n e s ,  a r e  l ik e  s c e n ic  o v e r lo o k s  w i t h  v ie w s  

b o t h  b a c k  o v e r  th e  r o a d  t r a v e le d  a n d  f o r w a r d  to w a r d  w h a t  l ie s  a h e a d . I n  th e  la s t  
fe w  m o n th s ,  th e  m e m b e r s ,  s ta f f ,  a n d  c o l l e a g u e s  o f  th e  N a t io n a l  C o m m i t te e  o n  
V ita l  a n d  H e a l th  S ta t is t ic s  (N C V H S )  h a v e  r e l i s h e d  th i s  v a n ta g e  p o in t  a s  th e y  
c e le b r a te d  th e  C o m m i t te e ’s 6 0 t h  a n n iv e r s a r y .  T h e  h ig h  p o in t  o f  a  w h o le  s e r ie s  o f  
e v e n ts  w a s  th e  a n n iv e r s a r y  S y m p o s iu m  a n d  c e le b r a t io n  h e ld  o n  J u n e  17, 2 0 1 0 , a t 
th e  N a t io n a l  A c a d e m y  o f  S c ie n c e s  i n  W a s h in g to n ,  D .C .

T h is  b o o k  c o n ta in s  f o u r  d o c u m e n ts  r e la te d  to  th e  N C V H S  6 0 t h  a n n iv e r s a r y :

•  a  s u m m a r y  o f  th e  J u n e , 2 0 1 0  S y m p o s iu m ;
•  a n  N C V H S  c o n c e p t  p a p e r  o n  f u tu r e  h e a l th  in f o r m a t io n  c a p a c i t ie s ,  p r e p a r e d  

f o r  th e  6 0 t h  a n n iv e r s a r y  S y m p o s iu m ;
•  a  6 0 - y e a r  h is to r y  o f  th e  C o m m it te e ,  in c lu d in g  a  s e c t io n  d e s c r ib in g  th e  c o n 

v o c a t io n  o f  s ix  N C V H S  C h a ir s  h e ld  i n  S e p te m b e r ,  2 0 0 9 , a s  w e l l  a s  h i s t o r i 
c a l  a p p e n d ic e s ;  a n d

•  a  6 0 - y e a r  N C V H S  t im e l in e .
W e  c o u ld  n o t  p a u s e  f r o m  o u r  j o u r n e y  f o r  lo n g , th o u g h ,  b e c a u s e  th e  w o r ld  o f  

h e a l th  in f o r m a t io n  p o l ic y  is  m o v in g  so  ra p id ly  a n d  N C V H S  h a s  n e w  le g is la t iv e  
a s s ig n m e n ts  a s  w e l l  a s  m a n y  o th e r  o p p o r tu n i t ie s  to  c o n t r ib u te  to  n a t io n a l  h e a l th  
in f o r m a t io n  p o lic y . W e  a re  a l r e a d y  w r i t in g  th e  n e x t  c h a p te r  o f  T h e  N C V H S  S to ry , 
f o c u s in g  o n  th e  o p p o r tu n i t ie s  f o r  r a p id  l e a r n in g  in  o u r  n e w  e le c tro n ic  e n v i r o n 
m e n t  a n d  th e  c o r r e s p o n d in g  s te w a rd s h ip  f o r  h e a l th  d a ta  a n d  d a ta  u s e s .

A t  th e  a n n iv e r s a r y  c e le b r a t io n , I  h a d  th e  h o n o r  o f  b e in g  i n  th e  c o m p a n y  o f  s ix  
d is t in g u is h e d  f o r m e r  N C V H S  C h a ir s ,  a n d  b e in g  h a n d e d  th e  g a v e l  b y  m y  im m e 
d ia te  p re d e c e s s o r ,  H a r r y  R e y n o ld s .  I  w a n t  to  p a r t ic u la r ly  a c k n o w le d g e  H a r r y ’s 
le a d e r s h ip ,  w i t h  g r e a t  a p p re c ia t io n ,  a lo n g  w i t h  t h a t  o f  a l l  17 le a d e r s  w h o  h a v e  
c h a i r e d  th e  N a t io n a l  C o m m it te e  s in c e  1949. T h e y  h a v e  h e lp e d  N C V H S  s ta y  o n  
th e  l e a d in g  a n d  v is io n a r y  e d g e  o f  h e a l th  in f o r m a t io n  p o l ic y  f o r  s ix  c h a l le n g 
in g  d e c a d e s . T h e  C o m m it te e  is  e s p e c ia l ly  f o r tu n a t e  to  h a v e  th e  g u id in g  h a n d  o f  
i t s  E x e c u t iv e  S e c re ta r y , M a r jo r ie  G r e e n b e rg ,  a n d  E x e c u t iv e  S ta f f  D ir e c to r ,  J im  
S c a n lo n .

I t  is  im p o s s ib le  to  a c k n o w le d g e  a l l  th e  m e m b e r s ,  s t a f f  m e m b e r s , l i a is o n s ,  a n d  
o th e r s ,  p r e s e n t  a n d  p a s t ,  w h o  to g e th e r  h a v e  m a d e  N C V H S  w h a t  i t  is . H o w e v e r , o n  
b e h a l f  o f  th e  C o m m it te e ,  I  w o u ld  l ik e  to  s in g le  o u t  s t a f f  m e m b e r  D e b b ie  J a c k s o n  
f o r  s p e c ia l  t h a n k s  f o r  h e r  p iv o ta l  ro le s  i n  p la n n in g  a n d  s p e a r h e a d in g  th e  6 0 t h  a n 
n iv e r s a r y  e v e n ts  a n d  c o m m e m o ra t iv e  f i lm  th a t  a r e  d e s c r ib e d  i n  t h i s  v o lu m e .

J u s t in e  C a r r ,  M .D ., C h a i r  
N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s

S e p te m b e r , 2 01 0
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Summary: NCVHS 60th Anniversary Symposium
S u s a n  B a i r d  K a n a a n

Introduction
T h e  s p e c ia l  S y m p o s iu m  h o s te d  b y  th e  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  

S ta t is t ic s  (N C V H S )  to  c e le b r a te  i t s  6 0 th  a n n iv e r s a r y  w a s  a n  o c c a s io n  f o r  p r id e  i n  
p a s t  a c c o m p lis h m e n ts  a n d  e x c i te m e n t  a b o u t  th e  n e w  o p p o r tu n i t ie s  a n d  c h a l le n g e s  
f a c in g  th e  n a tio n . D is t in g u i s h e d  c o l le a g u e s ,  f o r m e r  m e m b e r s ,  a n d  f o r m e r  C h a ir s  
j o in e d  N C V H S  m e m b e r s ,  s ta f f ,  a n d  l i a is o n s  f o r  th e  e v e n t ,  h e ld  o n  J u n e  17, 2 0 1 0 , 
a t  th e  N a t io n a l  A c a d e m y  o f  S c ie n c e s  i n  W a s h in g to n , D .C .

T h e  S y m p o s iu m  o c c u r r e d  j u s t  th r e e  m o n th s  a f t e r  p a s s a g e  o f  th e  P a t ie n t  P r o te c 
t i o n  a n d  A f f o rd a b le  C a re  A c t  (A C A ), a n d  f o c u s e d  p r im a r i ly  o n  th e  C o m m i t te e ’s 
p la n s  f o r  h e lp in g  la y  th e  in f o r m a t io n  f o u n d a t io n  f o r  c a r r y i n g  o u t  a n d  e v a lu a t 
in g  th e s e  r e fo rm s . B o th  th e  S y m p o s iu m  p r o g r a m  a n d  a n  N C V H S  c o n c e p t  p a p e r  
w r i t t e n  f o r  th e  o c c a s io n  e x p lo re d  th e  r o b u s t  h e a l th  in f o r m a t io n  c a p a c i t ie s  n e e d e d  
to  s u p p o r t  th e  c h a n g e s  th e  A C A  a n d  o th e r  r e c e n t  p o l ic y  in i t ia t iv e s  h a v e  s e t  i n  
m o t io n .1

T h e s e  n e w  d e v e lo p m e n ts  p r o m is e  to  a d d  m o m e n tu m  a n d  s c o p e  to  th e  s t r i k in g  
c h a n g e s  a l r e a d y  u n d e r  w a y  i n  th e  h e a l th  in f o r m a t io n  p o l ic y  e n v iro n m e n t .  T h e  
r e p o r t s  c o m p ile d  f o r  th e  5 0 th  a n n iv e r s a r y  o f  th e  N a t io n a l  C o m m it te e  o n  V ita l  
a n d  H e a l th  S ta t is t ic s  a r e  a  w in d o w  in to  th e  e a r ly  d a y s  o f  th e  in f o r m a t io n  e x p lo 
s io n , w h e n  h e a l th  in f o r m a t io n  t e c h n o lo g y  w a s  s t a r t in g  th e  lo n g  t r a n s f o r m a t io n  
o f  h e a l th  c a re  a n d  h e a l th  in f o r m a t io n  p o l ic y  th a t  c o n t in u e s  to  th i s  d ay . A  d e c a d e  
la te r , th e  d is c u s s io n s  a n d  d o c u m e n ts  m a r k in g  th e  C o m m i t te e ’s 6 0 th  a n n iv e r s a r y  
a t t e s t  to  j u s t  h o w  m u c h  h a s  h a p p e n e d  in  a  s in g le  d e c a d e .

T o  n a m e  a  fe w  o f  th e s e  d e v e lo p m e n ts ,  i n  th e  la s t  d e c a d e , p la t f o r m s  w e r e  e s ta b 
l i s h e d  f o r  a d m in is t r a t i v e  s im p l i f ic a t io n  a n d  p r iv a c y  p ro te c t io n ;  th e  O ff ic e  o f  th e  
N a t io n a l  C o o r d in a to r  (O N C ) w a s  e s ta b l is h e d ;  n e w  b o d ie s  w e r e  a d d e d  to  th e  a d v i 
s o ry  la n d s c a p e ;  p r o g r e s s  w a s  m a d e  to w a r d  th e  n a t io n a l  g o a l  o f  b r o a d  a d o p t io n  o f  
e le c tro n ic  h e a l th  re c o rd s  (E H R s ) ;  e a r ly  w o r k  b e g a n  o n  m e a n in g f u l  u s e  o f  E H R s , 
th e  N a t io n w id e  H e a l th  I n f o r m a t io n  ( N H I N ) ,  a n d  h e a l th  in f o r m a t io n  e x c h a n g e s ;  
h e a l th  s u rv e y s  a n d  v i t a l  s ta t is t ic s  w e r e  s ta b i l iz e d  a f t e r  b e in g  th r e a t e n e d  b y  u n d e r 
f u n d in g ;  m e a s u r in g  a n d  im p r o v in g  h e a l th  c a re  q u a l i ty  b e c a m e  a  w id e s p r e a d  
e n d e a v o r ;  a n d  th e  h e a l th  c a re  s y s te m  w a s  s e t  o n  th e  p a th  to  n e w  c la s s i f ic a t io n  s y s 
te m s ,  IC D -1 0 -C M  a n d  -P C S . A s  th e  6 0 - y e a r  N C V H S  h is to r y  d e s c r ib e s ,  N C V H S  
w a s  a c t iv e ly  in v o lv e d  in  e v e ry  o n e  o f  th e s e  a r e a s  a n d  m o re , a n d  i n  s o m e  i t  p la y e d  
a  l e a d in g  r o le .2

1 NCVHS, “Toward Enhanced Information Capacities for Health,” May 2010. (See pages 9-20 of 
this volume. In addition, all NCVHS reports, letters, and meeting minutes are posted on the NCVHS 
website, www.ncvhs.hhs.gov.)
2 NCVHS, “NCVHS: Sixty Years of Making a Difference,” June 2010. (See pages 21-52 o f this 
volume.)
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T w o  c o l l e a g u e s  o f  N C V H S  s p o k e  to  th e  S y m p o s iu m  a u d ie n c e  a b o u t  th e  C o m 
m i t t e e ’s h is to r ic  a n d  r e c e n t  c o n t r ib u t io n s  f r o m  t h e i r  v a n ta g e  p o in t s  i n  th e  D e p a r t 
m e n t  o f  H e a l th  a n d  H u m a n  S e rv ic e s .  D r. E d  S o n d ik , D i r e c to r  o f  th e  N a t io n a l  
C e n te r  f o r  H e a l th  S ta t is t ic s ,  r e f le c te d  o n  th e  w a y s  N C V H S  h a s  p e r io d ic a l ly  
r e s h a p e d  i t s e l f  to  “ s ta y  a h e a d  o f  th e  c h a l le n g e s .” H e  a t t r i b u te d  th e  C o m m i t te e ’s 
c o n t in u in g  im p a c t  to  th i s  f o r e s ig h t  a n d  a d a p ta b i l i ty .  C a l l in g  p a r t i c u l a r  a t te n t io n  
to  i ts  fo c u s  o n  p o p u la t io n  h e a l th  a n d  d is p a r i t ie s ,  h e  u r g e d  N C V H S  to  d o  f u r t h e r  
w o r k  o n  th e  v i s io n  f o r  h e a l th  s ta t is t ic s .  H e  a ls o  h ig h l ig h te d  th e s e  f u tu r e  c h a l le n g 
es : d e c id in g  w h a t  in f o r m a t io n  to  c o lle c t ,  im p r o v in g  lo n g i tu d in a l  d a ta ,  s t r e n g th 
e n in g  d a ta  d is s e m in a t io n  i n  c o n ju n c t io n  w i th  b e t t e r  p r iv a c y  a n d  c o n f id e n t ia l i ty  
p r o te c t io n ,  g e t t in g  d a ta  to  c o m m u n i ty  le v e l  d a ta  u s e r s ,  a n d  c o o r d in a t i n g  a n d  
e v a lu a t in g  th e s e  a n d  o th e r  e f fo r ts .

J im  S c a n lo n , N C V H S  E x e c u t iv e  S ta f f  D i r e c t o r  a n d  a  D e p u ty  A s s is ta n t  S e c 
r e ta r y  i n  th e  O ff ic e  o f  th e  S e c re ta r y , u n d e r l in e d  D r. S o n d ik ’s c o m m e n ts  o n  th e  
e x c e l le n c e  o f  N C V H S  m e m b e r s ,  l e a d e r s ,  a n d  s ta f f . H e  o b s e r v e d  th a t  th e  C o m 
m i t t e e ’s p e r s o n n e l ,  c o m b in e d  w i t h  i ts  b r o a d  a n d  b a la n c e d  a p p r o a c h  to  h e a l th  
in f o r m a t io n  p o l ic y , a r e  r e s p o n s ib le  f o r  i t s  h ig h  q u a l i ty  w o r k  a n d  its  r e a l i s t ic  a n d  
u s e a b le  r e c o m m e n d a t io n s .  S e v e ra l  s p e a k e r s  a d d e d  e x c e p t io n a l  p r o d u c t iv i ty  a n d  
h a r d  w o r k  to  th e  l i s t  o f  N C V H S  s u c c e s s  fa c to r s .

Challenges and Opportunities Ahead
T h e re  w e r e  m a n y  r e fe re n c e s  to  th e  a c c e le r a t in g  ra te  o f  c h a n g e  b e in g  s p u r r e d  

b y  n e w  p o l ic y  in i t ia t iv e s  a n d  th e  te c h n o lo g y  re v o lu t io n . T h e  C o m m i t te e ’s r e c e n t  
c o n c e p t  p a p e r  s t r e s s e s  th e  u rg e n c y  o f  s t r e n g th e n in g  n a t io n a l  in f o r m a t io n  c a p a c i 
t i e s  so  th a t  p o l ic y  g o a ls  c a n  b e  a c h ie v e d . H a r r y  R e y n o ld s ,  c a r r y i n g  o u t  h is  f in a l  
r e s p o n s ib i l i ty  a s  N C V H S  C h a ir , s u m m a r iz e d  th e  c o n c e p t  p a p e r  f o r  th e  S y m p o 
s iu m  a u d ie n c e . H e  e x p la in e d  th a t  th e  C o m m i t t e e ’s e x c i te m e n t  a b o u t  th e  p o te n t ia l  
b e n e f i ts  o f  th e  A C A  a n d  S tim u lu s  le g i s la t io n 3 is  te m p e r e d  b y  c o n c e r n s  a b o u t  
w h e th e r  th e  n e c e s s a r y  in f o r m a t io n  f o u n d a t io n  w i l l  b e  i n  p la c e  f o r  im p le m e n ta t io n  
a n d  e v a lu a tio n .

I n  th e  C o m m i t te e ’s v ie w , n a t io n a l  in f o r m a t io n  c a p a c i t ie s  s h o u ld  b e  c o m p r e h e n 
s iv e  a n d  a c c e s s ib le ,  p ro te c t iv e  o f  p r iv a c y , a n d  s ta n d a r d iz e d .  T h e y  s h o u ld  e n a b le  
n o t  o n ly  b e t t e r  c l in ic a l  c a re  b u t  a l s o  m o re  c o m p le te  p o p u la t io n  h e a l th  s e r v ic e s  a n d  
a s s e s s m e n t .  R e a l i z in g  th e  c o l le c t iv e  p o te n t ia l  o f  a l l  in f o r m a t io n  s o u rc e s  is  w h a t  
w i l l  a l lo w  th e  U .S . to  m a x im iz e  th e  r e tu r n  o n  th e  n a t io n a l  in v e s tm e n ts  i n  s y s te m  
r e f o r m  a n d  h e a l th  in f o r m a t io n  te c h n o lo g y  ( I T )  f o r  th e  b e n e f i t  o f  a l l  A m e r ic a n s . 
T h u s , f a c i l i t a t i n g  th e  m u lt ip le  u s e s  o f  d a ta  f r o m  a  r a n g e  o f  s o u rc e s  w i t h  th e  m in i 
m u m  p o s s ib le  b u r d e n  s h o u ld  b e  a  to p  p r io r i ty  f o r  h e a l th  in f o r m a t io n  p o lic y .

P u b l ic  s e c to r  in v o lv e m e n t  a n d  F e d e r a l  l e a d e r s h ip  w i l l  b e  n e e d e d  to  a c h ie v e  
th e s e  g o a ls , a n d  N C V H S  is  re a d y  to  h e lp  th e  D e p a r tm e n t  m a x im iz e  th e  r e t u r n  o n  
th e  h u g e  n a t io n a l  in v e s tm e n ts .  M r . R e y n o ld s  r e i te r a te d  th e  C o m m i t te e ’s e x c i te 
m e n t  a b o u t  th e s e  n e w  o p p o r tu n i t ie s  to  m a k e  a  d if f e r e n c e .

3 American Recovery and Reinvestment Act of 2010 (ARRA)
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Past as Prologue: Subcommittee Activities and Priorities
T h e  c o - c h a i r s  o f  th e  f o u r  N C V H S  s u b c o m m it te e s  r e p o r t e d  o n  t h e i r  g r o u p s ’ 

r e c e n t  a c c o m p lis h m e n ts  a n d  p r io r i t ie s  f o r  th e  f u tu r e .  T a k e n  to g e th e r ,  th e s e  p la n s  
c o n s t i tu te  th e  C o m m i t te e ’s r o a d - m a p  f o r  th e  n e x t  f e w  y e a rs .

Population Health
S u b c o m m it te e  c o - C h a i r  D r . D o n  S te in w a c h s  d e f in e d  th e  p o p u la t io n  h e a l th  

p e r s p e c t iv e  a s  f o c u s in g  o n  th e  le v e l  a n d  d is t r ib u t io n  o f  h e a l th ,  p o p u la t io n s  a t  r i s k ,  
a n d  a c c o u n ta b i l i ty .  O v e r  th e  p a s t  d e c a d e , th e  N C V H S  S u b c o m m it te e  o n  P o p u la 
t i o n  H e a l th  i s s u e d  r e p o r t s  a n d  r e c o m m e n d a t io n s  o n  c l a s s i f y in g  a n d  r e p o r t in g  
f u n c t io n a l  s ta tu s ;  th e  d a ta  n e e d e d  to  t r a c k  a n d  e l im in a t e  h e a l th  d is p a r i t ie s ;  th e  
p o t e n t ia l  b e n e f i ts  o f  l i n k in g  f e d e r a l  d a ta  s e ts , w i t h  p r o p e r  p ro te c t io n s ;  a n d  a  c o m 
p re h e n s iv e  v i s i o n  f o r  h e a l th  s ta t is t ic s .  W h ile  p r o g r e s s  h a s  b e e n  m a d e  i n  e a c h  o f  
th e s e  a r e a s ,  h e  s a id , th e  U .S . h a s  a  lo n g  w a y s  to  g o  to  h a v e  g r a n u la r  e n o u g h  d a ta  
to  u n d e r s ta n d  th e  h ig h ly  d iv e r s e  A m e r ic a n  p o p u la t io n  a n d  c r a f t  t a r g e t e d  in te r v e n 
t io n s  to  im p ro v e  i t s  h e a l th .

D r. S te in w a c h s  a g r e e d  w i t h  o th e r  s p e a k e r s  a b o u t  th e  p a r t i c u l a r  n e e d  f o r  c o m 
m u n i ty  le v e l h e a l th  d a ta  f o r  lo c a l  d e c is io n  m a k e r s  to  u s e . H e  c e le b r a te d  th e  a p p a r 
e n t  c o n v e rg e n c e  o f  w h a t  h a d  o n c e  s e e m e d  to  h im  to  b e  “ tw o  p a r a l l e l  u n iv e r s e s ,” 
n o w  m e r g in g  t h a n k s  to  u n d e r s ta n d in g  a b o u t  h o w  h e a l th  IT  c a n  b e  u s e d  to  m e e t  
b o t h  in d iv id u a l  a n d  p u b l ic  h e a l th  n e e d s . A  g o a l  n o w , h e  s a id , is  to  b u i ld  a  p u b l ic  
h e a l th  in f o r m a t io n  i n f r a s t r u c t u r e  th a t  w i l l  e n a b le  th e  p u b l ic  a n d  th e  p u b lic  h e a l th  
s e c to r  to  u s e  a n d  b e n e f i t  f r o m  E H R s . T h e  b u i ld in g  b lo c k s  f o r  s u c h  a n  i n f r a s t r u c 
t u r e  in c lu d e  r e le v a n t  E H R  d a ta ,  lo c a l i z e d  d a ta  a n d  d a ta  u s e ,  d a ta  l in k a g e s ,  a n d  
t a r g e t in g  o f  a t  r i s k  p o p u la t io n s .

F in a l ly , c i t in g  th e  w id e  v a r i a t io n s  i n  e n v i r o n m e n ta l  e x p o s u r e s  a n d  h e a l th  
s e r v ic e s  a c c e s s  th a t  p r o d u c e  u n e v e n  h e a l th  o u tc o m e s  a c r o s s  th e  U .S . p o p u la t io n ,  
D r. S te in w a c h s  r e i te r a te d  th e  im p o r ta n c e  o f  e v a lu a t in g  th e  e f f e c t iv e n e s s  o f  th e  
n e w  re fo rm s , e s p e c ia l ly  t h e i r  im p a c t  o n  h e a l th  d is p a r i t ie s .  I n  v ie w  o f  a l l  th e s e  
p r io r i t ie s ,  th e  S u b c o m m it te e  o n  P o p u la t io n  H e a l th  h a s  th e  fo l lo w in g  to p ic s  o n  its  
a g e n d a  f o r  th e  n e a r  fu tu re :  c la r i f y in g  th e  p o l ic ie s  a n d  r e s o u r c e s  n e e d e d  to  b u i ld  
in f o r m a t io n  c a p a c i t ie s  a t  s ta te  a n d  c o m m u n i ty  le v e ls ;  e x a m in in g  th e  c a p a c i ty  fo r  
d a ta  l in k a g e s  to  p ro v id e  e n h a n c e d  in f o r m a t io n  o n  h e a l th  r i s k s  a n d  p o p u la t io n  
h e a lth ;  a n d  e x a m in in g  th e  o p p o r tu n i t ie s  c r e a te d  b y  th e  A C A  to  im p ro v e  p o p u la 
t i o n  h e a l th  th r o u g h  b e t t e r  u s e  o f  h e a l th  in fo rm a t io n .

Quality
D r. J u s t in e  C a r r ,  th e  o u tg o in g  S u b c o m m it te e  c o - C h a i r ,  e c h o e d  D r. S o n d ik  w i th  

th e  o b s e r v a t io n  th a t  N C V H S  is  a lw a y s  “ th in k in g  a h e a d  to  th e  n e x t  t h in g ” a n d  
“ fo c u s in g  o n  th e  l a r g e r  s to ry .” T o  i l lu s t r a te ,  s h e  r e v ie w e d  a  2 0 0 4  N C V H S  r e p o r t  
t h a t  id e n t i f ie d  2 3  b u i ld in g  b lo c k s  f o r  a s s e s s in g  h e a l th  a n d  h e a l th  c a r e  q u a li ty . S h e  
s h o w e d  th e  C o m m i t te e ’s c o n t in u in g  w o r k  i n  th e s e  a r e a s ,  r ig h t  u p  to  th e  p r e s e n t  
d a y , a n d  th e  p r o g r e s s  m a d e  o n  a  n u m b e r  o f  th e m — f o r  e x a m p le , th e  a d d i t i o n  o f  
a  “ p r e s e n t  o n  a d m is s io n ” m o d i f ie r  a n d  a  n e w  r e q u i r e m e n t  f o r  f u n c t io n a l  s ta tu s  
r e p o r t in g .  O v e r  th e  p a s t  d e c a d e , i n  a d d i t i o n  to  p r o d u c in g  th e  2 0 0 4  r e p o r t  a n d  a
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July 2008 update, the Subcommittee on Quality also held hearings and issued 
reports and recommendations on the patient-centered medical home and meaning
ful measures.

Looking ahead to future challenges, Dr. Carr reviewed the recommendations 
of the December 2009 NCVHS letter on meaningful measurement, which remain 
priorities for the Subcommittee. The letter stresses the need for national coordi
nation of quality measurement and monitoring, which have been proliferating in 
recent years with little synchronization of effort. It also recommends optimizing 
the capture of relevant individual and population health information in EHRs and 
strategically leveraging new types and sources of health data.

The NCVHS Subcommittee on Quality has identified several other challenges
in harnessing the potential for improving health and health care in the U.S. Two 
major ones are developing leadership and expertise in data aggregation and analy
sis, and developing methods to acquire outcomes data directly from individuals. 
Dr. Carr observed that putting individuals at the center of measurement would 
mean that outcomes assessment would reflect the individual’s voice, with func
tional status included as a measure and satisfaction with the care experience also 
taken into account.

Standards
Subcommittee Co-Chair Dr. Judith Warren reviewed how the NCVHS Stan

dards Subcommittee had helped lay the health IT standards foundation for the 
U.S. over the previous decade. It did so primarily by recommending a long list of 
standards in four large areas: administrative, financial, and billing transactions 
and statistical use; clinical use; e-prescribing; and clinical documents. Many of 
the recommended standards were adopted with little or no modification. Besides 
advising on the standards supporting information exchange in health care and 
public health, the Subcommittee also studies and recommends ways to simplify 
implementation and modification. As part of this effort, it has held hearings to as
sess the health care industry’s readiness to implement standards.

Looking ahead, the major challenge in the standards area is a new assignment 
from the ACA that charges NCVHS with making recommendations on plan 
identifiers and operating rules. Dr. Warren pointed out that standards must not
be thought of in isolation; she outlined a context for standards that includes the 
NHIN model, public health policy, the data stewardship framework, and the needs 
of users. Thus, the new assignment has implications for the full Committee.

The Subcommittee also plans to identify and create solutions for gaps in stan
dards and to accelerate adoption of the clinically specific standards mentioned in 
ARRA as well as the extension of HIPAA standards. In addition, it will work on
advancing the integration of clinical and administrative standards and on meet
ing new health and health care requirements, such as those for medical homes, 
personalized medicine, health surveys, and syndromic surveillance. Finally, Dr. 
Warren observed that health IT standards will increasingly be international in
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their development and use, requiring new models of collaboration; and tools will 
be needed to manage versioning and harmonization of standards.

The NCVHS Subcommittee on Standards has articulated a set of principles to 
guide standards development. Among other things, the principles call for open
ness in the development process, with input from diverse users, and for structur
ing standards so they do not constrain innovation.

Privacy, Confidentiality and Security
Co-Chair John Houston reported that NCVHS issued some 20 sets of recom

mendations on privacy and confidentiality over the past decade. Until about 2006, 
the Subcommittee on Privacy and Confidentiality focused on the HIPAA Privacy
Rule; after that, it turned to the privacy requirements of the NHIN.4

Looking ahead, Mr. Houston and his co-Chair, Dr. Leslie Francis, commented 
on the huge impact that rapid technology change and new forms of data and data 
access and sharing can be expected to have on privacy and security, raising the 
bar for needed protections. They offered several thoughts on framing privacy and 
confidentiality relative to other aspects of health information policy. Mr. Houston 
spoke of the dynamic equilibrium between the protection of individual rights and 
the socially beneficial uses of health data. Dr. Francis proposed that because pri
vacy protection can secure public trust, it is best understood as enabling beneficial 
information and technology uses in health care and public health, not preventing 
them.5

In the near term, the Subcommittee on Privacy, Confidentiality and Security
plans to examine and offer recommendations on sensitive information and data 
stewardship.

In later remarks, Dr. Francis spoke to a major Symposium theme when she 
asserted that “one of the crucial roles of this Committee is education about how 
things are changing.” She cited recent research showing that while “the Facebook 
generation really does care about privacy,” both they and older Americans “are 
grievously misinformed about what it means to have a privacy policy.”

Special Projects
In recent years, NCVHS also carried out several special projects at the request 

of the Office of the National Coordinator. The Committee held hearings and 
generated recommendations on functional requirements for the NHIN, the defini
tion of meaningful use of EHRs, and a stewardship framework for multiple uses 
of health data. It then built on its work on health data stewardship by publishing 
an NCVHS Primer to inform a wide range of stakeholders about these critical 
principles and practices.

4 Security was added to the Subcommittee’s duties and name in 2009.
5 Issues such as these were explored at a March, 2010, conference on “Privacy Law and Ethnics 
Meet Biomedical Informatics,” held at the University of Utah School of Law and cosponsored by that 
institution and NCVHS.
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Cross-Cutting Themes
Several Symposium themes stand out as especially salient for the Committee’s

work in the next few years.
Convergences
The principle of using the same data and data sources for multiple purposes 

threaded through much of the Symposium discussion. Former Chair Dr. John 
Lumpkin captured the intent when he reminded the audience of his predecessor 
Dr. Kerr White’s maxim that data must be “touched by human minds” to be trans
formed into useful information and, ultimately, intelligence. The aforementioned 
NCVHS concept paper is built around the idea that information and its exchange 
and use can support both better health care and better population health. A similar 
vision underlies ONC’s new “Element 3” initiative. Several subcommittee co
chairs spoke of the convergences between individual and population-oriented uses 
of health information and IT. This reality is creating growing overlaps among 
NCVHS subcommittee domains, a development to which it is paying close atten
tion.

All of these related ideas seem to hinge on the notion of data use—by diverse
appropriate users, for multiple appropriate purposes, with adequate privacy 
protections. While the term meaningful use has lately been framed with particu
lar reference to EHR data, health care, and quality assessment, the principle has 
broader applications, as well. Given current technologies, a focus on meaningful 
use seems to lead naturally to thoughts of multiple data uses for multiple pur
poses, along with attention to the proper privacy protections. NCVHS asserts in 
its concept paper that a major priority of health information policy should be to 
facilitate interconnections and enable the multiple uses of health information to 
meet current and emerging needs—as always, with strong privacy protections.
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Localization
L o c a l iz a t io n  o f  d a ta  u s e  w a s  a  r e la te d  S y m p o s iu m  th e m e  in v o k e d  b y  m a n y  

s p e a k e rs .  N C V H S  h a s  lo n g  c a l l e d  a t te n t io n  to  th e  n e e d  f o r  c o m m u n i ty - le v e l  
h e a l th  d a ta . W h a t  is  n e w  to d a y  is  th e  c o n c u r r e n c e  o f  b r o a d  in te r e s t  i n  g e t t in g  
d a ta  in to  th e  h a n d s  o f  lo c a l  d e c is io n -m a k e r s  w i t h  th e  te c h n o lo g ic a l  c a p a c i ty  a n d  
p r o g r a m s  th a t  m a k e  th a t  p o s s ib le — n o ta b ly , th e  C o m m u n i ty  H e a l th  D a t a  I n i t i a 
t iv e ,  d e s c r ib e d  b e lo w .

Evaluation
T h e  th e m e  o f  e v a lu a t io n  a r o s e  i n  s e v e ra l  c o n te x ts  d u r in g  th e  S y m p o s iu m . T h e  

is s u e  o f  o v e r r id in g  c o n c e r n  is  th e  n e e d  to  e v a lu a te  th e  im p a c t  o f  A C A  re fo rm s . A s  
f o r m e r  N C V H S  C h a i r  D r. D o n  D e tm e r  s a id , “ W e a r e  e m b a r k in g  o n  a n  h is to r ic  
th in g  h e re ,” a n d  w e  n e e d  to  k n o w  i f  th e  s ig n if ic a n t  n a t io n a l  in v e s tm e n t  p ro d u c e s  
th e  d e s i r e d  re s u l t s .  N C V H S  a r g u e s  i n  i t s  c o n c e p t  p a p e r  th a t  th e  im p a c t  o f  h e a l th  
c a re  r e f o r m  c a n  o n ly  b e  a s s e s s e d  b y  lo o k in g  a t  th e  e n t i r e  p o p u la t io n ,  in c lu d in g  
A m e r ic a n s  w h o  a r e  n o t  r e c e iv in g  h e a l th  c a re . A n d  e v e n  w i t h  th e  A C A ’s e x p a n d e d  
c o v e ra g e  a n d  g r e a te r  a t t e n t io n  to  p r e v e n t io n  a n d  q u a l i ty  im p ro v e m e n t ,  h e a l th  c a re  
w i l l  c o n t in u e  to  r e p r e s e n t  o n ly  o n e  o f  m a n y  in f lu e n c e s  o n  h e a l th  a n d  i l ln e s s  i n  th e  
U .S . p o p u la t io n . T h e re fo r e , p r o m o t in g  a n d  a s s e s s in g  n a t io n a l  h e a l th  w i l l  a lw a y s  
r e q u i r e  a  w id e  r a n g e  o f  in f o r m a t io n  ty p e s  a n d  s o u rc e s .

T h e  n e w  C o m m u n i ty  H e a l th  D a t a  In i t ia t iv e  (C H D I) , a b o u t  w h ic h  N C V H S  
w a s  b r ie f e d  p r io r  to  th e  S y m p o s iu m , a ls o  s t im u la te d  a  d is c u s s io n  o f  e v a lu a t io n . 
T h e  In i t ia t iv e  is  f a c i l i t a t i n g  la rg e  s c a le  d a ta  d is s e m in a t io n  to  lo c a l  u s e r s  i n  h o p e s  
o f  s t im u la t in g  u s e f u l  n e w  h e a l th  a p p l ic a t io n s .  I t  is  t a k i n g  a n  o p e n , in n o v a t io n  
d r iv e n  a p p r o a c h  to  d a ta  a c c e s s  th a t  r e p r e s e n ts  s o m e th in g  o f  a  s h i f t  f r o m  th e  
g o v e r n m e n t ’s u s u a l  s ta n c e  o f  r ig o ro u s  c o n tro l  o v e r  d a ta .  S y m p o s iu m  p a r t ic ip a n ts  
ta lk e d  a b o u t  th e  e v a lu a t io n  is s u e s  th is  a p p r o a c h  r a is e s ,  to u c h in g  o n  p r iv a c y  a n d  
c o n f id e n t ia l i ty ,  t r a n s p a r e n c y ,  e d u c a t io n , a n d  g o v e r n m e n ta l  re s p o n s ib i l i ty .  S o m e  
s u g g e s te d  th a t  i n  th i s  c o n te x t ,  th e  g o v e r n m e n t ’s r e s p o n s ib i l i ty  l ie s  i n  e v a lu a t in g  
th e  p r o c e s s  o f  d a ta  d is s e m in a t io n  a n d  u s e  i n  o r d e r  to  u n d e r s ta n d  h o w  th e  d a ta  a n d  
a p p l ic a t io n s  a r e  u s e d  a n d  to  t r y  a n d  d e te r m in e  w h e th e r  th e  in f o r m a t io n  m a d e  a  
d if f e r e n c e .

Education and Outreach
T h e  f o r m e r  N C V H S  C h a ir s  i n  a t te n d a n c e  h a d  a  g o o d  d e a l  to  sa y  a b o u t  th e  f in a l  

S y m p o s iu m  th e m e , o u t r e a c h  a n d  e d u c a t io n , a s  d e s c r ib e d  b e lo w .

The Case for Outreach and Education: Wisdom from 
NCVHS “Elders”

T h e  C o m m it te e  w a s  h o n o r e d  b y  th e  p r e s e n c e  o f  f iv e  f o r m e r  C h a ir s  a t  th e  S y m 
p o s iu m , c o lle c t iv e ly  r e p r e s e n t in g  2 4  y e a r s  o f  N C V H S  h is to ry . E x e c u t iv e  S e c r e 
ta r y  M a r jo r ie  G r e e n b e r g  b e g a n  b y  in t r o d u c in g  a  f i lm  f e a t u r in g  e x c e r p ts  f r o m  a  
r o u n d ta b le  d is c u s s io n  a m o n g  th e  f o r m e r  C h a ir s  a n d  o th e r s ,  h e ld  i n  C h a r lo t te s 
v i l l e ,  V i r g in ia ,  i n  S e p te m b e r  2 0 0 9 . T h e  f i lm , w h ic h  w a s  a  h ig h  p o in t  o f  th e  
S y m p o s iu m , is  p o s te d  o n  th e  N C V H S  w e b s i te . F o l lo w in g  th e  f i lm , M s . G re e n b e rg  
in v i te d  th e  f o r m e r  C h a ir s  to  s h a re  t h e i r  o b s e r v a t io n s .  B e c a u s e  o f  h e r  o w n  lo n g
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h is to r y  o f  2 7  y e a r s  w i th  N C V H S , s h e  w a s  a b le  to  w e a v e  t h e i r  in t r o d u c t io n s  in to  a  
f i r s t - p e r s o n  s to r y  o f  e v o lv in g  C o m m it te e  le a d e r s h ip . A s  th e  6 0 - y e a r  h is to r y  r e p o r t  
n o te s ,  th i s  r a r e  c o n t in u i ty  o f  le a d e r s h ip  p la y s  a  la rg e  p a r t  i n  e n a b l in g  N C V H S  to  
g ro w  in to  a  6 0 - y e a r  o ld  l e a r n in g  c o m m u n i ty .

D r. R o n  B la n k e n b a k e r ,  w h o  c h a i r e d  th e  C o m m it te e  f r o m  1 986  to  1991, b e g a n  
b y  c o m m e n d in g  N C V H S  f o r  l iv in g  u p  to  th e  g o a l  o f  t r u l y  “ m a k in g  a  d i f f e r e n c e .” 
H is  s u c c e s s o r s ,  w h o  e c h o e d  th i s  p ra i s e ,  f o c u s e d  t h e i r  r e m a r k s  o n  a  to p ic  th a t  w a s  
a ls o  p r o m in e n t  i n  t h e i r  S e p te m b e r  2 0 0 9  c o l lo q u iu m — th e  im p o r ta n c e  o f  e d u c a t io n  
a n d  o u t r e a c h  f o r  th e  N C V H S  m is s io n . J u d i th  M i l l e r  J o n e s  (1 9 9 1 -9 6 )  a s s e r t e d  th a t  
u n d e r s ta n d in g  th e  c e n t r a l i ty  o f  in f o r m a t io n  f o r  h e a l th  w o u ld  e m p o w e r  t h e  p u b lic , 
p h y s ic ia n s ,  a n d  p a t ie n ts .  S h e  s u g g e s te d  a s  th e  k e y  m e s s a g e  “ h o w  g o o d  i t  c o u ld  b e  
i f  w e  u s e d  o u r  d a ta  b e t t e r .”

P o in t in g  o u t  th a t  a  m a jo r  p u r p o s e  o f  in f o r m a t io n  is  c o m m u n ic a t io n ,  D r. D o n  
D e t m e r  ( 1 9 9 6 - 9 8 )  e n c o u r a g e d  th e  C o m m it te e  to  c o n s id e r  d e v e lo p in g  a  p u b lic  
e d u c a t io n  a g e n d a  o n  h e a l th  in fo rm a t io n .  H e  a ls o  r e c o m m e n d e d  th a t  th e  d e te r m i 
n a n ts  o f  h e a l th ,  g lo b a l  s ta n d a r d s ,  a  r e s e a r c h  a g e n d a ,  a n d  e v a lu a t io n  b e  c o n s id 
e r e d  f o r  th e  C o m m i t te e ’s f u tu r e  a g e n d a . D r. J o h n  L u m p k in  ( 1 9 9 8 -2 0 0 4 )  u r g e d  
N C V H S  to  u s e  a l l  a v a ila b le  c o m m u n ic a t io n  to o ls  a n d  te c h n o lo g ie s  to  g e t  th e  
m e s s a g e  o u t  a b o u t  i ts  im p o r ta n t  w o rk . H e  a ls o  a d d e d  h is  v o ic e  to  o th e r s ’ o n  th e  
im p o r ta n c e  o f  g e t t in g  d a ta  to  lo c a l  d e c is io n -m a k e r s  a n d  c h a n g e - a g e n ts .  F in a l ly , 
D r. S im o n  C o h n  ( 2 0 0 5 - 0 8 )  c o m m e n te d  o n  th e  e x c e p t io n a l  q u a l i ty  o f  th e  C o m m it
t e e ’s w o r k ;  a n d  h e , to o , e n c o u r a g e d  its  m e m b e r s  a n d  s t a f f  to  p a y  a t t e n t io n  to  h o w  
N C V H S  “ g e ts  o u t  a n d  to u c h e s  p e o p le .”

Closing Remarks
T h e  S y m p o s iu m  b e g a n  a n d  e n d e d  w i t h  c o m m e n ts  f r o m  r e p r e s e n ta t iv e s  o f  th e  

C o m m it te e  o n  N a t io n a l  S ta t is t ic s  (C N S T A T ), th e  N a t io n a l  A c a d e m y  o f  S c ie n c e s  
p e r m a n e n t  c o m m it te e  m o s t  c lo s e ly  r e la te d  to  N C V H S  a n d  th e  A c a d e m y ’s h o s t  fo r  
th i s  g a th e r in g . E a r ly  i n  th e  p r o c e e d in g s ,  D r. W il l ia m  E d d y  d e s c r ib e d  C N S T A T ’s 
w o r k  a n d  n o te d  th e  in te r s e c t io n s  b e tw e e n  i t  a n d  N C V H S . L a te r ,  h is  c o l le a g u e , D r. 
C o n n ie  C it ro , a p tly  c h a r a c te r i z e d  N C V H S  i n  h e r  c o n c lu d in g  c o m m e n ts :  “ I  c o u ld  
s e n s e  th e  c o l le g ia l i ty ,  th e  h a r d  w o r k , th e  s e rv ic e  y o u  a r e  a l l  g iv in g — n o t  j u s t  to  th e  
D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s  b u t  to  th e  n a t io n .” S h e  a d d e d ,  “ I, a s  
o n e  c i t i z e n  o f  th a t  n a tio n , t h a n k  y o u .”

D r. J u s t in e  C a r r ,  th e  in c o m in g  N C V H S  C h a ir ,  c lo s e d  th i s  6 0 th  a n n iv e r s a r y  
c e le b r a t io n  b y  e x p r e s s in g  th e  C o m m i t te e ’s g r a t i tu d e  to  M r. R e y n o ld s  f o r  h is  s e r 
v ic e  a s  C h a i r  a n d  s e n d in g  h im  o f f  w i th  a  t r a d i t i o n a l  I r i s h  b le s s in g .
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Toward Enhanced Information Capacities for Health
A n  N C V H S  C o n c e p t  P a p e r  (J u n e , 2 01 0)

Executive Summary
H e a l th  c a re  r e f o r m  a n d  f e d e r a l  s t im u lu s  le g i s la t io n  h a v e  c r e a te d  a n  u n p r e c 

e d e n te d  o p p o r tu n i ty  to  im p ro v e  h e a l th  a n d  h e a l th  c a re  i n  th e  U n i te d  S ta te s . T h e  
n a t i o n ’s a b i l i ty  to  s e iz e  th i s  o p p o r tu n i ty  w i l l  d e p e n d  g re a t ly  o n  th e  e x is te n c e  o f  
r o b u s t  h e a l th  in f o r m a t io n  c a p a c i t ie s .  T h e  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  
S ta t is t ic s  (N C V H S )  is  th e  s ta tu to r y  a d v is o r y  b o d y  o n  h e a l th  in f o r m a t io n  p o l ic y  
to  th e  D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s . O n  th e  o c c a s io n  o f  th e  C o m 
m i t t e e ’s 6 0 t h  a n n iv e r s a r y ,  th i s  c o n c e p t  p a p e r  o u t l in e s  i ts  c u r r e n t  th in k in g  a b o u t  
th e  n e c e s s a r y  in f o r m a t io n  c a p a c i t ie s  a n d  h o w  N C V H S  c a n  h e lp  th e  D e p a r tm e n t  
g u id e  t h e i r  d e v e lo p m e n t.

W e  a re  e n te r in g  a  n e w  c h a p te r  i n  th e  h e a l th  a n d  h e a l th  c a re  o f  A m e r ic a n s .  T h e  
e x p a n s io n  o f  h e a l th  c a re  c o v e ra g e , th e  in f u s io n  o f  n e w  f u n d s  a n d  a d o p t io n  o f  
s ta n d a r d s  f o r  e le c tro n ic  h e a l th  r e c o rd s  (E H R s ) , a n d  in c r e a s e d  a d m in is t r a t i v e  s im 
p l i f ic a t io n  o f f e r  u s  th e  p o t e n t ia l  to  u s e  th e  e n r ic h e d  d a ta  g e n e r a te d  to  b e t t e r  a d 
d r e s s  o u r  c o u n t r y ’s h e a l th  a n d  h e a l th  c a re  c h a lle n g e s . H a v in g  b e t t e r  in f o r m a t io n  
w i t h  w h ic h  to  m e a s u r e  a n d  u n d e r s ta n d  th e  p r o c e s s e s ,  e p is o d e s , a n d  o u tc o m e s  o f  
c a re  a s  w e l l  a s  th e  d e te r m in a n t s  o f  h e a l th  c a n  b r in g  c o n s id e ra b le  h e a l th  b e n e f i ts ,  
n o t  o n ly  to  in d iv id u a ls  b u t  a l s o  to  th e  p o p u la t io n  a s  a  w h o le .

T o  b e  a b le  to  a c h ie v e  th e  p r o m is e  o f  th e s e  n e w  d e v e lo p m e n ts ,  w e  n e e d  to  b e  
a t te n t iv e  to  th e  u n d e r p in n in g s  o f  th e  r e s u l t in g  d a ta ,  e n s u r in g  th a t  th e y  a r e  e a s y  
to  g e n e ra te  a n d  u s e  a t  th e  f r o n t  l in e s  a s  w e l l  a s  e a s y  to  re u s e , m a n ip u la te ,  l in k ,  
a n d  l e a r n  f r o m  w i t h in  a  m a n t le  o f  p r iv a c y  a n d  s e c u r i ty . A n d  i t  is  im p o r ta n t  to  
r e m e m b e r  th a t  th e  n e w  d a ta  s o u rc e s  a r e  n o t  n e c e s s a r i ly  a  r e p la c e m e n t  f o r  t r a d i 
t i o n a l  s o u rc e s  s u c h  a s  a d m in is t r a t i v e  a n d  s u rv e y  d a ta ,  w h ic h  p la y  a  k e y  ro le  in  
o u r  in f r a s t r u c tu r e .  R a th e r ,  th e  n e w  s o u rc e s  p r e s e n t  a n  o p p o r tu n i ty  to  a u g m e n t  
a n d  e n r i c h  t r a d i t i o n a l  s o u rc e s .  W h i le  e f f ic ie n c y  m a y  b e  g a in e d  b y  r e p la c in g  s o m e  
s u rv e y  a n d  a d m in is t r a t i v e  d a ta  w i t h  n e w e r , E H R - b a s e d  d a ta ,  w e  m u s t  c o n t in u e  to  
n o u r i s h  a n d  s u s ta in  th e  t r a d i t i o n a l  d a ta  s o u rc e s  th a t  o f f e r  u n iq u e  a n d  i r r e p la c e a b le  
in f o r m a t io n  f o r  b o t h  c l in ic a l  a n d  p o p u la t io n  h e a l th  p u r p o s e s .

N a t io n a l  h e a l th  in f o r m a t io n  c a p a c i t ie s  m u s t  e n a b le  n o t  j u s t  b e t t e r  c l in ic a l  c a re  
b u t  a l s o  p o p u la t io n  h e a l th  a n d  th e  m a n y  s y n e r g ie s  b e tw e e n  th e  tw o . M o re  s p e c if i 
c a lly , h e a l th  in f o r m a t io n  p o l ic y  s h o u ld  f o s t e r  im p r o v e d  a c c e s s  to  a f fo rd a b le ,  e f 
f ic ie n t, q u a l i ty  h e a l th  c a re ;  e n h a n c e d  c l in ic a l  c a re  d e l iv e ry ;  g r e a te r  p a t i e n t  s a fe ty ;  
e m p o w e r e d  a n d  e n g a g e d  p a t i e n ts  a n d  c o n s u m e r s ;  p a t i e n t  t r u s t  i n  th e  p r o te c t io n  
o f  t h e i r  h e a l th  in f o r m a t io n ;  c o n t in u o u s  im p ro v e m e n t  i n  p o p u la t io n  h e a l th  a n d  
th e  e l im in a t io n  o f  h e a l th  d is p a r i t ie s ;  a n d  s u p p o r t  o f  c l in ic a l  a n d  h e a l th  s e rv ic e s  
r e s e a r c h . A  m a jo r  p r io r i ty  o f  h e a l th  in f o r m a t io n  p o l ic y  s h o u ld  b e  to  e n a b le  th e  
m u lt ip le  u s e s  o f  d a ta ,  d r a w n  f r o m  th e  f u l l  r a n g e  o f  s o u rc e s ,  w h i le  m in im iz in g  
b u r d e n .  M o s t  s o u rc e s  h a v e  p r im a r y  u s e s  f o r  w h ic h  th e y  w e r e  d e s ig n e d ;  h o w e v e r , 
w i t h  a d e q u a te  s ta n d a r d iz a t io n ,  p r iv a c y  p r o te c t io n s ,  a n d  te c h n o lo g y , th e  d a ta  f r o m  
m a n y  s o u rc e s  c a n  b e  u s e d  f o r  m u lt ip le  p u r p o s e s .  R e a l i z in g  th e  c o lle c t iv e  p o te n t ia l
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o f  a l l  in f o r m a t io n  s o u rc e s  is  w h a t  w i l l  a l lo w  th e  U .S . to  m a x im iz e  th e  r e tu r n  o n  
i t s  in v e s tm e n ts  i n  s y s te m  r e f o r m  a n d  h e a l th  IT  f o r  th e  b e n e f i t  o f  a l l  A m e r ic a n s .

A s  in f o r m a t io n  c a p a c i t ie s  e x p a n d , i t  is  c r i t i c a l  th a t  th e  in f o r m a t io n  b e  c o m p r e 
h e n s iv e , t im e ly , e f f ic ie n t ly  r e t r ie v a b le ,  a n d  u s a b le , w i t h  f u l l  in d iv id u a l  p r iv a c y  
p r o te c t io n s  i n  p la c e . “ C o m p re h e n s iv e ” re fe r s  to  th e  in c lu s io n  n o t  j u s t  o f  t r a d i t i o n 
a l  h e a l th - r e la te d  d a ta ,  b u t  a l s o  o f  d a ta  o n  th e  f u l l  a r r a y  o f  d e te r m in a n t s  o f  h e a lth , 
in c lu d in g  c o m m u n i ty  a t t r i b u te s  a n d  c u l tu r a l  c o n te x t .  U s a b i l i ty  o f  th e  d a ta —  
w h e th e r  f o r  in i t i a l  u s e  o r  r e u s e — r e q u i r e s  a  w e l l - c o o r d in a t e d  e f f o r t  to  a s s u r e  th e  
a c c e s s ib i l i ty  a n d  a v a i la b i l i ty  o f  in f o r m a t io n  a s  w e l l  a s  i t s  s ta n d a rd iz a t io n .

N C V H S  w i l l  c o n t in u e  to  u s e  i t s  c o n s u l ta t iv e  a n d  d e l ib e ra t iv e  p r o c e s s e s ,  w o r k 
in g  c o l la b o r a t iv e ly  w i t h  o th e r  H H S  a d v is o r y  c o m m it te e s ,  to  h e lp  th e  D e p a r tm e n t  
m e e t  th e s e  o p p o r tu n i t ie s  a n d  c h a lle n g e s . G iv e n  th e  r a p id i ty  o f  th e  c h a n g e s  n o w  
u n d e r  w a y , w e  c a n n o t  o v e r - e m p h a s iz e  th e  u rg e n c y  o f  th i s  e n d e a v o r  a n d  th e  n e e d  
to  m o v e  a h e a d  w i t h  d e l ib e ra te  s p e e d .
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Introduction
H e a l th  c a re  r e f o r m  a n d  f e d e r a l  s t im u lu s  le g i s la t io n  h a v e  c r e a te d  a n  u n p r e c 

e d e n te d  o p p o r tu n i ty  to  im p ro v e  h e a l th  a n d  h e a l th  c a re  i n  th e  U n i te d  S ta te s . T h e  
n a t i o n ’s a b i l i ty  to  s e iz e  th i s  o p p o r tu n i ty  w i l l  d e p e n d  g re a t ly  o n  th e  e x is te n c e  o f  
r o b u s t  h e a l th  in f o r m a t io n  c a p a c i t ie s .1 T o  m a x im iz e  th e  r e tu r n  o n  th e s e  e n o rm o u s  
in v e s tm e n ts  a n d  m a k e  i t  p o s s ib le  to  e v a lu a te  t h e i r  im p a c t ,  h e a l th  in f o r m a t io n  
c a p a c i t ie s  m u s t  b e  c a r e f u l ly  d e v e lo p e d  w i t h  a n  e y e  to  t h e i r  u s e s  f o r  im p r o v in g  
h e a l th  c a re  a n d  h e a l th  f o r  a l l  A m e r ic a n s .  N e w  in v e s tm e n ts  i n  E H R s  a n d  h e a l th  
in f o r m a t io n  e x c h a n g e s  a r e  im p o r ta n t  c o n t r ib u to r s ,  e s p e c ia l ly  f o r  c l in ic a l  c a re ,  b u t  
th e  b e n e f i ts  f r o m  th e s e  in v e s tm e n ts  w i l l  b e  l im i te d  u n l e s s  th e  s y n e r g ie s  w i t h  o th e r  
t y p e s  o f  h e a l th  in f o r m a t io n  a r e  r e c o g n iz e d  a n d  u s e d . P o p u la t io n - le v e l  d a ta  f r o m  
v i t a l  s ta t i s t ic s  s y s te m s , s u rv e y s , a n d  p u b lic  h e a l th  s u r v e i l l a n c e  a n d  h e a l th  c a re  
a d m in is t r a t i v e  d a ta  a r e  e q u a l ly  im p o r ta n t  in f o r m a t io n  s o u rc e s . A s s u r in g  th a t  a l l  
th e s e  s o u rc e s  a r e  a d e q u a te ly  d e v e lo p e d  a n d  s u p p o r te d  a n d  c a n  b e  in te g r a te d  a p 
p r o p r ia te ly  is  e s s e n t ia l  to  d e v e lo p in g  th e  in f o r m a t io n  c a p a c i t ie s  th e  n a t io n  n e e d s .

T h e  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s ,  th e  D e p a r tm e n t ’s s t a tu 
to r y  a d v is o r y  b o d y  o n  h e a l th  in f o r m a t io n  p o l ic y , h a s  lo n g  a s s i s t e d  th e  D e p a r tm e n t  
i n  th e  d e v e lo p m e n t  o f  n a t io n a l  h e a l th  in f o r m a t io n  p o l ic y , p r o v id in g  th o u g h t  l e a d 
e r s h ip  a n d  e x p e r t  a d v ic e  i n  th e  a r e a s  o f  p o p u la t io n  h e a l th , p r iv a c y , s ta n d a r d s ,  th e  
N H I I / N H I N ,  h e a l th  c a re  q u a li ty ,  a n d  o th e r  a r e a s .  N e a r ly  t e n  y e a r s  a g o , N C V H S  
p u t  f o r w a r d  a  v i s io n  f o r  a  n a t io n a l  h e a l th  in f o r m a t io n  in f r a s t r u c t u r e  i n  i ts  2 0 0 1  r e 
p o r t ,  I n f o r m a t io n  f o r  H e a l th ,2 f o l lo w e d  i n  2 0 0 2  b y  a  v i s i o n  f o r  2 1 s t c e n tu r y  h e a l th  
s ta t i s t ic s .3 T o d a y , a s  d a ta  a n d  c o m m u n ic a t io n  c a p a c i t ie s  e x p lo d e  a n d  h e a l th  c a re  
c o v e ra g e  e x p a n d s ,  n e w  th in k in g  a n d  v is io n in g  a r e  n e e d e d  to  c la r i f y  th e  in f o r 
m a t io n  c a p a c i t ie s  th a t  w i l l  m a k e  i t  p o s s ib le  to  m e e t  o u r  n a t io n a l  g o a ls  f o r  b e t t e r  
h e a l th  a n d  h e a l th  c a re  f o r  a l l  A m e r ic a n s .  O n  th e  o c c a s io n  o f  th e  C o m m i t te e ’s 6 0 th  
a n n iv e r s a r y ,  th i s  c o n c e p t  p a p e r  o u t l in e s  i t s  c u r r e n t  th in k in g  a b o u t  th e  r e q u i r e d  
c a p a c i t ie s  a n d  t h e i r  d e v e lo p m e n t.

I n  2 0 0 9 , a s  c o u r s e - a l te r i n g  le g i s la t io n  w a s  u n f o ld in g , N C V H S  b e g a n  to  c o n 
s id e r  h o w  i t  c o u ld  a s s i s t  th e  D e p a r tm e n t ’s d e v e lo p m e n t  o f  th e  n e c e s s a r y  in f o r m a 
t i o n  c a p a c i t ie s .4 A l l  f o u r  N C V H S  s u b c o m m it te e s  h a v e  c o n t r ib u te d  to  th e  e a r ly  
t h in k in g  o n  th i s  s u b je c t ,  a n d  a l l  p la n  f u r t h e r  w o r k  i n  t h e i r  r e s p e c t iv e  d o m a in s , 
a s  d e s c r ib e d  b e lo w .5 T h e  C o m m it te e  h a s  c r a f t e d  a  h ig h ly  e f f e c t iv e  p r o c e s s  fo r  
b r in g in g  m u lt ip le  p o in t s  o f  v ie w  a n d  a r e a s  o f  e x p e r t i s e  to  b e a r  a s  i t  d e v e lo p s  
r e c o m m e n d a t io n s  to  th e  S e c re ta r y , a n d  th i s  p r o c e s s  is  w e l l  s u i t e d  to  th e  w o r k  th a t  
l ie s  a h e a d . N C V H S  w i l l  c o n t in u e  to  u s e  i ts  c o n s u l ta t iv e  p r o c e s s  to  c r e a te  v e n u e s  
f o r  d ia lo g , e l ic i t in g  in p u t  a n d  p e r s p e c t iv e s  f r o m  s ta k e h o ld e r s  a n d  e x p e r t s  r e g a r d 
1 We use the term  capacities in the sense of the ability to perform or produce. That is, information 
capacities are understood in relation to specific needs, purposes, and functions of information.
2 NCVHS, Information for Health: A Strategy for Building the National Health Information Infra
structure, November 2001.
3 NCVHS, Shaping a Health Statistics Vision for the 21st Century, November 2002.
4 As part o f this process, NCVHS in 2009 commissioned two authors o f the 2002 health statistics 
vision report to help the Committee consolidate and update its recommendations. Their report to the 
Committee is posted on the NCVHS website. < http://www.ncvhs.hhs.gov/090922p3.pdf>
5 At present, NCVHS has subcommittees on population health, standards, quality, and privacy/ 
confidentiality/security.
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in g  c r i t i c a l  c h a l le n g e s , p o t e n t ia l  o p p o r tu n i t ie s ,  a n d  n e x t  s te p s . I t  w i l l  u s e  th is  
e x te r n a l  in p u t  a n d  its  o w n  b r o a d  e x p e r t i s e  to  h e lp  th e  D e p a r tm e n t  d e v e lo p  h e a l th  
in f o r m a t io n  p o l ic ie s  th a t  a r e  c o m m e n s u r a te  w i th  n e w  o p p o r tu n i t i e s  a n d  n e e d s . 
G iv e n  th e  ra p id i ty  o f  th e  c h a n g e s  n o w  u n d e r  w a y , w e  c a n n o t  o v e r - e m p h a s iz e  th e  
u rg e n c y  o f  th i s  e n d e a v o r  a n d  th e  n e e d  to  m o v e  a h e a d  w i t h  d e l ib e ra te  s p e e d .

Information Capacities For Health And Health Care
P u b l ic  s e c to r  in v o lv e m e n t  i n  h e a l th  in f o r m a t io n  h a s  a  lo n g  h is to ry . S ta te , lo c a l , 

a n d  f e d e r a l  a g e n c ie s  h a v e  g a th e r e d  in f o r m a t io n  t h r o u g h  v i t a l  r e c o rd s ,  h o s p i ta l  
a n d  a m b u la to r y  d a ta  s e ts , p u b l ic  h e a l th  s u rv e i l l a n c e ,  p o p u la t io n  s u rv e y s , a n d  
o th e r  s o u rc e s  to  m o n i to r  h e a l th  t r e n d s ,  id e n t i f y  th r e a t s ,  a n d  g u id e  in te rv e n t io n s  
to  p r o te c t  a n d  p ro m o te  h e a lth . C o n g re s s  in i t ia t e d  a  n e w  ty p e  o f  g o v e r n m e n t  
in v o lv e m e n t  i n  1 99 6  w h e n  t h e  H e a l th  I n f o r m a t io n  P o r ta b i l i ty  a n d  A c c o u n ta b i l 
i ty  A c t  (H IP A A ) r e c o g n iz e d  th e  im p o r ta n c e  o f  p r o te c t in g  in d iv id u a ls ’ h e a l th  
c a re  in f o r m a t io n  w h i le  im p r o v in g  th e  e f f ic ie n c y  o f  h e a l th  c a re  d e l iv e ry  th r o u g h  
s ta n d a r d iz e d  e le c tro n ic  a d m in is t r a t i v e  t r a n s a c t io n s .  M o s t  re c e n t ly , th e  A m e r ic a n  
R e c o v e r y  a n d  R e in v e s tm e n t  A c t  o f  2 0 0 9  (A R R A )  b e g a n  a n o th e r  ty p e  o f  in te r v e n 
t io n , p r o v id in g  f in a n c ia l  in c e n t iv e s  f o r  h e a l th  IT  a d o p t io n  i n  th e  n a t io n ’s h o s p i ta l s  
a n d  p h y s ic ia n  o f f ic e s  a s  w e l l  a s  f u n d i n g  f o r  i n f r a s t r u c t u r e  s u p p o r t .

W h i le  m u c h  c u r r e n t  a t t e n t io n  is  f o c u s e d  o n  th e  A R R A  f u n d in g  o f  h e a l th  I T  a n d  
c r i t i c a l  a s s o c ia te d  ta s k s  s u c h  a s  d e f in in g  a n d  im p le m e n t in g  “ m e a n in g f u l  u s e ” o f  
E H R s , a  b r o a d e r  p e r s p e c t iv e  is  r e q u i r e d  to  ta k e  f u l l  a d v a n ta g e  o f  e v o lv in g  o p p o r 
tu n i t i e s .  W id e s p r e a d  u s e  o f  o p t im a l ly  c o n f ig u re d ,  s t a n d a r d iz e d  E H R s  w i l l  g re a t ly  
e x p a n d  th e  in f o r m a t io n  a v a ila b le  o n  h e a l th  c a re  s e rv ic e s , u s e r s ,  a n d  p ro v id e r s .  
H o w e v e r , p r o m o t in g  th e  h e a l th  a n d  w e l ln e s s  o f  th e  p o p u la t io n  a ls o  r e q u ir e s  
in f o r m a t io n  a b o u t  th o s e  w h o  h a v e  n o t  r e c e iv e d  h e a l th  c a re  s e rv ic e s ,  a m o n g  o th e r  
t h in g s ,  a s  w e l l  a s  in f o r m a t io n  o n  o th e r  d e te r m in a n t s  o f  h e a l th  b e y o n d  t r a d i t i o n a l  
h e a l th  c a re , in c lu d in g  e n v ir o n m e n ta l ,  s o c ia l , a n d  e c o n o m ic  f a c to r s .6

I n  s h o r t ,  n a t io n a l  h e a l th  in f o r m a t io n  c a p a c i t ie s  m u s t  s u p p o r t  a  b r o a d  a r r a y  o f  
u s e s  a n d  p u r p o s e s .  T h e y  in c lu d e  im p r o v in g  a c c e s s  to  a f fo rd a b le  a n d  e f f ic ie n t  
q u a l i ty  h e a l th  c a re , s u p p o r t in g  c l in ic ia n s  i n  d e l iv e r in g  c a re , e m p o w e r in g  a n d  
e n g a g in g  p a t i e n ts  a n d  c o n s u m e r s  i n  t h e i r  c a re , e n s u r in g  p a t i e n t  s a fe ty , p r o m o t in g  
p a t i e n t  t r u s t ,  e l im in a t in g  h e a l th  d is p a r i t ie s ,  m o n i to r in g  a n d  im p r o v in g  p o p u la t io n  
h e a l th ,  a n d  s u p p o r t in g  h e a l th  s e r v ic e s  a n d  c l in ic a l  re s e a r c h .  A s  th e s e  c a p a c i t ie s  
a r e  d e v e lo p e d , i t  is  c r i t i c a l  th a t  th e  in f o r m a t io n  b e in g  c o l l e c te d  b e  c o m p re h e n s iv e , 
t im e ly , e f f ic ie n t ly  r e t r ie v a b le ,  a n d  u s a b le ,  a n d  th a t  in d iv id u a l  p r iv a c y  b e  p ro te c te d .

I n  th e  C o m m i t te e ’s v ie w , th is  r e q u i r e s  a  w e l l - c o o r d in a te d  e f f o r t  th a t  a s s u r e s  th e  
f o l lo w in g :

1. A c c e s s ib i l i ty  a n d  a v a i la b i l i ty  o f  in fo rm a t io n .  T h e  a v a i la b i l i ty  o f  s u ff ic ie n t , 
t im e ly  in f o r m a t io n  f r o m  re le v a n t  s o u rc e s  m u s t  b e  a s s u r e d  to  m e e t  th e  p r io r 
ity  n e e d s  o f  d iv e r s e  u s e r s  ( in c lu d in g  c l in ic ia n s ,  c o n s u m e r s ,  p u r c h a s e r s ,  
p a y o r s ,  r e s e a r c h e r s ,  p u b lic  h e a l th  o f f ic ia ls , r e g u la to r s ,  a n d  p o l ic y m a k e r s )  fo r

6 See the NCVHS-developed graphic of the determinants o f health on page 9 of its report on a vi
sion for 21st century health statistics (see note 3).
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t a k i n g  a c t i o n  a n d  e v a lu a t in g  o u tc o m e s . T o  m in im iz e  b u r d e n ,  w h e r e v e r  p o s 
s ib le  d a ta  s h o u ld  b e  c o l l e c te d  o n c e , f o r  m u lt ip le  a p p r o p r ia te  u s e s  b y  a u th o 
r i z e d  u s e r s .  W h e re  a p p ro p r ia te ,  th e  c a p a c i ty  to  c o n n e c t  d a ta  f r o m  m u lt ip le  
s o u rc e s  s h o u ld  b e  p ro v id e d .

2 . S ta n d a r d iz a t io n .  S ta n d a r d iz a t io n  is  n e c e s s a r y  to  e n a b le  in te r o p e r a b i l i ty  fo r  
th e  e f f ic ie n t  c o l l e c t io n  a n d  t im e ly  s h a r in g  o f  in f o r m a t io n  a m o n g  a l l  ty p e s  
o f  u s e r s .  R o b u s t  s ta n d a r d s  s h o u ld  b e  a s s u r e d  th r o u g h  th e  d e f in i t io n , a p 
p l ic a t io n ,  a n d  a d o p t io n  o f  te r m in o lo g ie s ,  c o d e s , a n d  m e s s a g in g  in  th e  a r e a s  
o f  r e im b u r s e m e n t ,  p u b lic  h e a l th , r e g u la t io n ,  s ta t i s t ic a l  u s e ,  c l in ic a l  u s e ,  
e - p r e s c r ib in g ,  a n d  c l in ic a l  d o c u m e n ts .

3. P r iv a c y , c o n f id e n tia l i ty ,  a n d  s e c u r i ty  p ro te c t io n s .  W ith  t h e  in c r e a s in g  a d o p 
t i o n  o f  in te ro p e ra b le  e le c tro n ic  h e a l th  re c o rd s  te c h n o lo g y , a lo n g  w i t h  th e  
m o v e  to w a r d  g lo b a l  a c c e s s  to  h e a l th  d a ta  a n d  e m e r g in g  n e w  u s e s  o f  d a ta ,  
m e th o d s  o f  a c c e s s  a n d  in f o r m a t io n  a v a i la b i l i ty  r a is e  s ig n if ic a n t  n e w  a n d  
u n iq u e  p r iv a c y  a n d  s e c u r i ty  c o n c e rn s .  A p p ro p r ia te  p r iv a c y , c o n f id e n tia l i ty ,  
a n d  s e c u r i ty  p ro te c t io n s ;  d a ta  s te w a rd s h ip ;  g o v e r n a n c e ;  a n d  a n  u n d e r s ta n d 
in g  o f  s h a re d  r e s p o n s ib i l i ty  f o r  th e  p r o p e r  c o l le c t io n , m a n a g e m e n t ,  s h a r in g , 
a n d  u s e  o f  h e a l th  d a ta  a r e  c r i t i c a l  to  a d d r e s s in g  th e s e  c o n c e rn s .

E a c h  is  b r ie f ly  d is c u s s e d  b e lo w .

1. Accessibility and Availability o f  Information
I n  t o d a y ’s w o r ld , th e  b o u n d a r ie s  b e tw e e n  h e a l th  c a re , p o p u la t io n  h e a l th , a n d  

e v e n  in d iv id u a l  p e r s o n a l  h e a l th  m a n a g e m e n t  a r e  p e rm e a b le ,  a n d  in f o r m a t io n  e x 
c h a n g e  is  in c r e a s in g ly  m u l t i - d i r e c t io n a l .  T h e  d o m a in s  t r a d i t io n a l ly  c a l l e d  “ p u b lic  
h e a l th ” a n d  “ h e a l th  c a r e ” a r e  in c r e a s in g ly  in te r tw in e d ,  o f t e n  s h a r in g  b r o a d ,  c o m 
m o n  in f o r m a t io n  s o u rc e s  a n d  c a p a c i t ie s .  F o r  e x a m p le , p r o m o t in g  th e  h e a l th  a n d  
w e l ln e s s  o f  in d iv id u a ls  a n d  th e  p o p u la t io n  r e q u i r e s  a t te n t io n  to  h e a l th  d e te r m i 
n a n ts  in c lu d in g  n o t  o n ly  th e  t r e a tm e n t  a n d  p r e v e n t io n  o f  d is e a s e  a n d  th e  n a tu r e  
o f  c o m m u n i ty  h e a l th  r e s o u r c e s  b u t  a l s o  e n v ir o n m e n ta l ,  h o u s in g , e d u c a t io n a l ,  
n u t r i t io n a l ,  e c o n o m ic , a n d  o th e r  in f lu e n c e s . C o n t in u o u s ly  im p r o v in g  th e  q u a l 
ity , v a lu e , a n d  s a fe ty  o f  h e a l th  c a re  in v o lv e s , a m o n g  o th e r  t h in g s ,  r e s e a r c h  a n d  
k n o w le d g e  m a n a g e m e n t ,  m e a n in g f u l  p e r f o r m a n c e  m e a s u r e m e n t ,  e d u c a t io n  a n d  
w o r k f o r c e  d e v e lo p m e n t ,  a n d  s u p p o r t  f o r  p e r s o n a l  a n d  f a m i ly  h e a l th  m a n a g e m e n t .  
F in a l ly ,  im p r o v in g  h e a l th  a n d  h e a l th  c a re  o n  a  n a t io n a l  s c a le  r e q u i r e s  m o n i to r in g  
a n d  e l im in a t in g  h e a l th  d is p a r i t ie s  a n d  a s s e s s in g  th e  h e a l th  s ta tu s  o f  a l l  A m e r i 
c a n s , in c lu d in g  v u ln e r a b le  s u b -p o p u la t io n s .

A  m a jo r  p r io r i ty  o f  h e a l th  in f o rm a t io n  p o l ic y  s h o u ld  b e  to  f a c i l i ta te  th e s e  in te r 
c o n n e c t io n s  a n d  e n a b le  th e  m u lt ip le  u s e s  o f  in f o rm a t io n  f o r  c u r r e n t  a n d  e m e rg in g  
n e e d s . W ith  h e a l th  IT , c o m p le m e n te d  b y  th e  n e c e s s a r y  p r iv a c y  p r o te c t io n s  a n d  d a ta  
s te w a rd s h ip  a n d  f a c i l i t a te d  b y  w e l l  d e s ig n e d  s ta n d a rd s , d a ta  c a n  b e  c o m b in e d  to  
c r e a te  r i c h e r  in f o r m a t io n  a n d  u s e d  to  a d d re s s  a  b r o a d  a r ra y  o f  c u r r e n t  a n d  e m e rg 
in g  h e a l th  a n d  h e a l th  c a re  is su e s . R e a l iz in g  th e  c o lle c t iv e  p o te n t ia l  o f  a l l  in f o r m a 
t io n  s o u rc e s  is  w h a t  w i l l  a l lo w  th e  U .S . to  m a x im iz e  th e  r e tu r n  o n  its  in v e s tm e n ts  
i n  s y s te m  re fo rm  a n d  h e a l th  IT  f o r  th e  b e n e f i t  o f  a l l  A m e r ic a n s .
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A t p re s e n t ,  th e  m a jo r  s o u rc e s  o f  d a ta  o n  h e a l th  are :

• S u r v e y s  ( in te rv ie w  a n d  e x a m in a t io n )  a n d  C e n s u s e s
• P u b l ic  h e a l th  s u r v e i l l a n c e  d a ta  (e .g ., n o t if ia b le  d is e a s e  r e p o r t in g ,  m e d ic a l  

d e v ic e  r e p o r t in g )
• H e a l th  c a re  d a ta  (E H R s , H I E s ,  r e g i s t r ie s ,  a n d  o th e r  s u c h  a s  p r e s c r ip t io n  h i s 

to ry , la b s , im a g in g )
• A d m in is t r a t iv e  d a ta  (c la im s , h o s p i ta l  d i s c h a r g e  d a ta ,  v i t a l  r e c o rd s )
• R e s e a r c h  d a ta  ( c o m m u n i ty - b a s e d  s tu d ie s ,  c l in ic a l  t r i a l s ,  r e s e a r c h  d a ta  r e 

p o s i to r ie s )
A n o th e r  e s s e n t ia l  s e t  o f  s o u rc e s  f o r  u n d e r s ta n d in g  h e a l th  is  th e  in f o r m a t io n  

o n  in f lu e n c e s  o n  h e a l th  ( in c lu d in g  t r a n s p o r ta t io n ,  h o u s in g , a i r  a n d  w a te r  q u a li ty , 
l a n d  u s e ,  e d u c a t io n , a n d  e c o n o m ic  f a c to r s )  m a n a g e d  b y  v a r io u s  p u b l ic  a n d  p r iv a te  
s e c to r  a g e n c ie s . I n  a d d i t i o n  to  a l l  th e s e  w e l l - e s ta b l i s h e d  s o u rc e s ,  n e w  o n e s  s u c h  
a s  p e r s o n a l  h e a l th  r e c o r d s  a n d  c o m p u te r iz e d  p e r s o n a l  h e a l th  m o n i to r in g  d e v ic e s  
a r e  e m e r g in g  w i t h  th e  p o te n t ia l  to  c o n t r ib u te  to  u n d e r s ta n d in g  h e a l th  a t  in d iv id u a l  
a n d  p o p u la t io n  le v e ls . S o c ia l  n e tw o r k in g  c o n te n t  h a s  th e  p o te n t ia l  to  p ro v id e  y e t  
a n o th e r  n e w  a n d  n o v e l  re s o u rc e .

M o s t  d a ta  s o u rc e s  h a v e  p r im a r y  u s e s  f o r  w h ic h  th e y  w e r e  d e s ig n e d . H o w e v e r , 
g iv e n  a d e q u a te  s ta n d a r d iz a t io n ,  p r iv a c y  p r o te c t io n s ,  a n d  in f o r m a t ic s  te c h n o lo g y , 
th e s e  s o u rc e s  h a v e  g r e a t  p o te n t ia l  to  b e  u s e d  f o r  m u lt ip le  p u r p o s e s .  F o r  e x a m p le , 
E H R  d a ta  e le m e n ts  a r e  c o l l e c te d  to  d o c u m e n t  a n d  m a n a g e  c l in ic a l  c a re ,  b u t  a ls o  
c a n  b e  u s e d  f o r  p u b lic  h e a l th  r e p o r t in g  ( s u c h  a s  c o m m u n ic a b le  d is e a s e s  a n d  
m e d ic a t io n  s a fe ty )  a n d  to  e v a lu a te  p o p u la t io n  h e a l th  a n d  c o n d u c t  h e a l th  s e rv ic e s  
r e s e a r c h . S u r v e y s  a r e  p r in c ip a l ly  f o r  p o p u la t io n - le v e l  a n a ly s is ,  b u t  s u rv e y  in fo r 
m a t io n  a ls o  c o n t r ib u te s  to  c l in ic a l  c a re . V i ta l  r e c o rd s  n o t  o n ly  p ro v id e  in f o r m a 
t i o n  a b o u t  b i r t h s  a n d  d e a th s ,  b u t  a l s o  s e rv e  a s  th e  “ b o o k e n d s ” o f  p o p u la t io n  h e a l th  
d a ta .  A d m in i s t r a t iv e  d a ta  ( I C D - 9 - C M  d is e a s e  c o d e s  a n d  C P T - 4 /H C P S  p ro c e d u r e  
c o d e s )  w e r e  in i t ia l ly  u s e d  f o r  m a n a g e m e n t  a n d  r e im b u r s e m e n t ,  b u t  to d a y  p la y  a  
c r i t i c a l  ro le  i n  q u a l i ty  a s s e s s m e n t  a n d  p u b lic  h e a l th  m o n i to r in g  (e .g ., q u a l i ty  a n d  
s a fe ty  in d ic a to r s  a n d  d is e a s e  p re v a le n c e  e v a lu a tio n ) . A s  w e  lo o k  to  th e  f u tu r e ,  th e  
g o a l  is  to  le v e ra g e  a l l  th e s e  s o u rc e s ,  w h e n  a p p ro p r ia te ,  a n d  e x p a n d  t h e i r  u t i l i ty  fo r  
u n d e r s ta n d in g  p e r s o n a l  a n d  p o p u la t io n  h e a l th  a n d  t h e i r  d e te r m in a n t s  w h i le  c a r e 
fu l ly  p r o te c t in g  th e  c o n f id e n t ia l i ty  o f  th e  d a ta  th e y  c o n ta in .

T o  b r in g  a b o u t  th e  n e e d e d  im p ro v e m e n ts  a n d  e f f ic ie n c ie s  a n d  d ra w  a l l  p o s s ib le  
b e n e f i t  f r o m  t h e  la rg e  a n d  g r o w in g  in v e s tm e n t  i n  h e a l th  IT , th e  e m e r g in g  in f o r m a 
t i o n  c a p a c i t ie s  m u s t  e n a b le  b o t h  m o re  e f f e c t iv e  a n d  c o s t- e f f e c t iv e  c l in ic a l  s e rv ic e s  
a n d  p o p u la t io n  h e a l th  p ro m o tio n ,  a n d  t h e i r  m a n y  s y n e r g ie s .  T h i s  c a n  b e  f a c i l i 
ta t e d  th r o u g h  m u l t i - d i r e c t io n a l  d a ta  s h a r in g  a n d  l i n k a g e s  to  g e n e ra te  in f o r m a 
t i o n  th a t  is  c o m p re h e n s iv e  a n d  b r o a d ly  re p r e s e n ta t iv e .  I t  w i l l  b e  c r i t i c a l  to  b r e a k  
d o w n  th e  s ilo s  th a t  n o w  m a k e  i t  d i f f ic u l t  to  s h a re  a n d  c o n n e c t  d a ta . T h i s  r e q u ir e s  
a d d r e s s in g  th e  p o lic y , in s t i tu t io n a l ,  t e c h n ic a l ,  a n d  o th e r  b a r r i e r s  th a t  c o n t r ib u te  to  
th e  e x is t i n g  s ilo s . A  w o r k f o r c e  t r a in e d  to  ta k e  a d v a n ta g e  o f  th e  b r o a d e r  d a ta  a n d  
in f o r m a t ic s  c a p a c i t ie s  is  a l s o  e s s e n t ia l .  D e ta i l e d  lo c a l  d a ta  a r e  n e e d e d  to  e n a b le
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u n d e r s ta n d in g  o f  h e a l th  a n d  h e a l th  c a re  a t  lo c a l  n e ig h b o rh o o d ,  c o m m u n i ty ,  s u b 
p o p u la t io n ,  a n d  o th e r  le v e ls  o f  a g g re g a t io n .  K e y  d e c is io n s  a b o u t  h e a l th  a n d  h e a l th  
c a re  a r e  m a d e  a t  th e  lo c a l  le v e l, a n d  w e  e n v is io n  th e  p o te n t ia l  to  m e e t  th e s e  n e e d s  
i n  w a y s  n o t  p re v io u s ly  p o s s ib le .  F in a l ly , a  c r i t i c a l  u s e  o f  p o p u la t io n  h e a l th  d a ta ,  
e s p e c ia l ly  w i th  th e  a d v e n t  o f  h e a l th  c a re  r e fo rm , is  to  a s s e s s  th e  e f f e c t iv e n e s s ,  
c o m p a ra t iv e  e f f e c t iv e n e s s ,  a n d  e q u i ty  o f  h e a l th  c a re .

B e c a u s e  r e s o u r c e s  a r e  l im i te d  a n d  b u r d e n  m u s t  b e  m in im iz e d ,  in f o r m a t io n  
p o l ic y  m u s t  s e t  p r io r i t ie s  r e g a r d in g  w h ic h  d a ta  a r e  m o s t  im p o r ta n t  i n  o r d e r  to  
ta r g e t  in v e s tm e n ts  i n  d a ta  c o lle c t io n . A s  n o te d ,  b u r d e n  c a n  b e  m in im iz e d  b y  c o l
l e c t in g  d a ta  o n c e  f o r  m u lt ip le  u s e s .  A t l e a s t  i n  th e  n e a r  t e r m ,  p r o v id e d  th a t  d a ta  
c a n  b e  p u t  i n  th e  h a n d s  o f  t r u s t e d  s te w a rd s , e n h a n c e d  a d m in is t r a t i v e  d a ta  m a y  
b e  a  p o w e r f u l  c o m p o n e n t  th a t  r e d u c e s  th e  b u r d e n  o f  m u lt ip le  c o l le c t io n s .  A s  n e w  
c a p a c i t ie s  c o m e  o n  l in e ,  i t  m a y  b e  p o s s ib le  to  c u r t a i l  o r  r e d i r e c t  s o m e  c u r r e n t  c o l 
l e c t io n  a c t iv i t ie s .

A n  im p o r ta n t  c r i t e r i o n  is  th a t  in fo rm a t io n ,  w h a te v e r  i ts  s o u rc e , m u s t  b e  
m e a n in g f u l  to  u s e r s .  E x p e r ie n c e  h a s  d e m o n s t r a te d  th a t  h a v in g  r e le v a n t  d a ta  a n d  
in f o r m a t io n  a v a ila b le  d o e s  n o t  e n s u r e  th a t  i t  is  a c c e s s ib le  i n  a  t im e ly  m a n n e r  a n d  
u s e f u l  f o r m  to  th e  f u l l  r a n g e  o f  p o te n t ia l  u s e r s .  D e la y s  m a y  b e  c r e a te d  b y  a p p ro v a l  
p r o c e s s e s  o r  r e g u la to r y  r e q u i r e m e n ts ,  a s  w e l l  a s  b y  th e  la c k  o f  d a ta  h a n d l in g  a n d  
a n a ly s is  c a p a c i t ie s  th a t  c o u ld  e n a b le  a  u s e r  to  p o s e  a  q u e s t io n , in d e n t i f y  r e le v a n t  
d a ta  s o u rc e s ,  a n d  r e q u e s t  a  r e p o r t  th a t  is  u n d e r s ta n d a b le  a n d  p r o te c ts  th e  p r iv a c y  
o f  d a ta  s o u rc e s .  E n s u r in g  a c c e s s  to  u s e f u l  in f o r m a t io n  is  a  c r i t i c a l  p a r t  o f  th e  
c h a lle n g e . A n  o v e r a r c h in g  g o a l  o f  a l l  th e s e  e n d e a v o r s  is  to  a s s u r e  th a t  d a ta  c a n  
b e  c o n v e r te d  in to  in f o r m a t io n  a n d  u l t im a te ly  in to  k n o w le d g e  th a t  c a n  a n s w e r  th e  
p r io r i ty  q u e s t io n s  a b o u t  p e r s o n a l  a n d  p o p u la t io n  h e a l th  i n  t h e  U .S . a n d  e n a b le  e f 
fe c t iv e  d e c is io n s  a n d  a c t io n s  to  im p ro v e  th e m .
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T h e  p u r p o s e s  o f  h e a l th  in f o r m a t io n  s ta n d a r d s  a r e  to  e n s u r e  th e  e f f ic ie n t , s e c u re , 
s a fe , a n d  e f f e c t iv e  d e l iv e ry  o f  h ig h  q u a l i ty  h e a l th  c a re  a n d  p o p u la t io n  h e a l th  s e r 
v ic e s ;  to  s u p p o r t  th e  in f o r m a t io n  e x c h a n g e  n e e d s  o f  h e a l th  c a re ,  p u b lic  h e a l th ,  a n d  
r e s e a r c h ;  a n d  to  e m p o w e r  c o n s u m e r s  to  im p ro v e  t h e i r  h e a l th .

T h e  im p e n d in g  im p le m e n ta t io n  o f  th e  n e x t  g e n e r a t io n  o f  H IP A A  s ta n d a rd s ,  
th e  e n a c tm e n t  o f  T h e  H e a l th  I n f o r m a t io n  T e c h n o lo g y  f o r  E c o n o m ic  a n d  C l in i 
c a l  H e a l th  (H I T E C H )  A c t  i n  2 0 0 9 , a n d  th e  r e c e n t  s ig n in g  o f  h e a l th  r e fo rm  in to  
la w  a re  c r e a t in g  a n  u n p r e c e d e n te d  c o n v e rg e n c e  o f  d r iv in g  f o rc e s ,  f o u n d a t io n a l  
c o m p o n e n ts ,  te c h n o lo g y  a d v a n c e s  a n d  c a p a b i l i t ie s ,  a n d  r e g u la to r y  re q u ir e m e n ts .  
T o g e th e r , th e s e  a s s e ts  c a n  h e lp  c r e a te  a  c o m m o n  n a t io n a l  p a th w a y  to w a r d  a c h ie v 
in g  th e  v i s io n  a n d  p o l ic y  p r io r i t ie s  o f  a  2 1 s t c e n tu r y  h e a l th  s y s te m  th a t  r e l ie s  o n  
a  s t r o n g  h e a l th  in f o r m a t io n  a n d  h e a l th  in f o r m a t io n  t e c h n o lo g y  fo u n d a t io n . T h e  
p a s t  f iv e  y e a r s  h a v e  s e e n  a  r e m a r k a b le  t r a n s f o r m a t io n  i n  th e  a d o p t io n  a n d  u s e  
o f  s ta n d a r d s  f o r  e le c tro n ic  e x c h a n g e  o f  h e a l th  in fo rm a t io n .  T h e  t r a n s f o r m a t io n  
e n c o m p a s s e s  p r iv a c y  a n d  s e c u r i ty  s ta n d a r d s ,  s ta n d a r d s  f o r  a d m in is t r a t i v e  a n d  
f in a n c ia l  t r a n s a c t io n s ,  th e  e s ta b l i s h m e n t  o f  u n iq u e  id e n t i f ie r s ,  a n d  m o re  re c e n t ly  
th e  a d o p t io n  o f  s ta n d a r d s  f o r  c o d i f y in g ,  p a c k a g in g ,  a n d  t r a n s m i t t i n g  c l in ic a l  
in f o r m a t io n  b e tw e e n  a n d  a c ro s s  h e a l th  c a re  o rg a n iz a t io n s .  T h is  ra p id ly  e v o lv in g  
t r a n s f o r m a t io n  is  m o v in g  u s  c lo s e r  to  th e  id e a l  o f  a  f u l ly  in te ro p e ra b le  e l e c tro n ic  
h e a l th  in f o r m a t io n  c o l l e c t io n  a n d  e x c h a n g e  e n v i r o n m e n t  th a t  s u p p o r t s  a l l  f u n c 
t io n s  a n d  n e e d s  o f  th e  c o u n t r y ’s h e a l th  a n d  h e a l th  c a re  e c o s y s te m , a s  d is c u s s e d  in  
th e  p r e v io u s  p a g e s .

D a t a  s ta n d a r d s  p ro v id e  a  k e y  a r c h i t e c tu r a l  b u i ld in g  b lo c k  th a t  s u p p o r t s  th e  
c o l le c t io n , u s e ,  a n d  e x c h a n g e  o f  h e a l th  in fo rm a t io n .  H e a l th  in f o r m a t io n  s ta n d a r d s  
h a v e  b e e n  d e v e lo p e d  a n d  a re  b e in g  a d o p te d  a n d  im p le m e n te d  in  m a n y  d i f f e r e n t  
a r e a s .  C a p tu r in g  in f o r m a t io n  i n  c o d if i e d  f o r m a t  th r o u g h  s ta n d a r d  r e p r e s e n ta t io n s  
s u c h  a s  c l in ic a l  v o c a b u la r ie s  a n d  te r m in o lo g ie s ,  c o d e  s e ts , c l a s s i f ic a t io n  s y s te m s , 
a n d  d e f in i t io n s  is  a  k e y  s t r a te g y  f o r  a c h ie v in g  s e m a n t ic  in te ro p e ra b i l i ty .  T h e  i n 
c lu s io n  o f  s t a n d a r d iz e d  m e ta d a ta ,  w h ic h  d e s c r ib e  c h a r a c te r i s t ic s  o f  th e  d a ta  s u c h  
a s  p r o v e n a n c e , in c r e a s e s  th e  p o te n t ia l  f o r  a s s e s s in g  th e  r e l ia b i l i ty  a n d  v a l id i ty  
o f  th e  d a ta  f o r  a g g re g a t io n ,  r e s e a r c h ,  a n d  o th e r  u s e s .  O r g a n iz in g  a n d  p a c k a g in g  
d a ta  th r o u g h  d e f in e d  e le c tro n ic  m e s s a g e  a n d  d o c u m e n t  s ta n d a r d s  to  b e  a c c e s s e d  
a n d  e x c h a n g e d  v i a  s t a n d a r d iz e d  e le c tro n ic  t r a n s p o r t  m e c h a n is m s  a n d  p r o to c o ls  
a c h ie v e s  a c c e s s  a n d  e x c h a n g e  o f  h e a l th  in fo rm a t io n .  T h e  a v a i la b i l i ty  a n d  in te g r i ty  
o f  h e a l th  in f o r m a t io n  is  p r o te c te d  a n d  e n s u r e d  th r o u g h  t h e  d e p lo y m e n t  o f  s e c u r i ty  
s ta n d a r d s ,  th u s  g u a r a n te e in g  c o n f id e n t ia l i ty  a n d  p r iv a c y  o f  p r o te c te d  h e a l th  in fo r 
m a t io n . F in a l ly , th e  c e r t i f i c a t io n  o f  h e a l th  in f o r m a t io n  te c h n o lo g y  f o r  M e a n in g f u l  
U s e  d e p e n d s  o n  th e  w is e  d e p lo y m e n t  a n d  u s e  o f  h e a l th  in f o r m a t io n  s ta n d a rd s .

2. Standards fo r  Interoperability, Usability, Quality, Safety, and Efficiency
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W ith  th e  m o v e  to w a r d  th e  m a n a g e m e n t  o f  h e a l th  d a ta  i n  e le c tro n ic  f o r m , th e r e  
is  a  s ig n if ic a n t  o p p o r tu n i ty  to  e n h a n c e  h e a l th  d a ta  a c c e s s ,  u t i l i ty  i n  p a t i e n t  c a re , 
a n d  im p o r ta n t  s e c o n d a ry  u s e s .  T h e  o p p o r tu n i ty  is  f u r t h e r  e n h a n c e d  th r o u g h  th e  
e m e rg e n c e  o f  n e w  m e th o d s  to  e x c h a n g e  h e a l th  d a ta ,  b o t h  o n  a  re g io n a l  a n d  n a 
t i o n a l  b a s is .  H o w e v e r , th e  a b i l i ty  to  r e a l iz e  th e  p o te n t ia l  o f  e le c tro n ic  h e a l th  d a ta  
d e p e n d s  g re a t ly  o n  e n s u r in g  th a t  u s e s  a r e  a p p r o p r ia te  a n d  in d iv id u a l s ’ r e a s o n a b le  
p r iv a c y , c o n f id e n t ia l i ty ,  a n d  s e c u r i ty  e x p e c ta t io n s  a r e  m e t.

I n d iv id u a ls  s h o u ld  h a v e  th e  r ig h t  to  u n d e r s ta n d  h o w  t h e i r  h e a l th  d a ta  m a y  b e  
u s e d ,  a n d  to  p ro v id e  c o n s e n t  w h e re  a p p ro p r ia te .  O f te n ,  c o n s e n t  is  d i f f ic u lt ,  a s  n o t  
a l l  u s e s  a r e  k n o w n  a t  th e  t im e  th e  h e a l th  d a ta  a r e  c o l le c te d . F u r th e r ,  s ta n d a rd s  
d o  n o t  y e t  e x is t  to  t r a c k  a n  in d iv id u a l ’s c o n s e n t  a s  d a ta  a r e  e x c h a n g e d . A l th o u g h  
m a n y  o f  th e  p o p u la t io n  h e a l th  u s e s  d e s c r ib e d  i n  th i s  c o n c e p t  p a p e r  in v o lv e  a g 
g r e g a te d  o r  d e - id e n t i f i e d  h e a l th  d a ta ,  le g i t im a te  c o n c e r n s  e x is t  a b o u t  g r o u p  h a r m s  
a n d  p o s s ib le  re - id e n t i f ic a t io n . I n  a d d i t io n ,  th e  p o s s ib i l i ty  o f  u s in g  h e a l th  d a ta  f r o m  
e m e r g in g  in f o r m a t io n  s o u rc e s ,  s u c h  a s  p e r s o n a l  h e a l th  r e c o rd  s y s te m s ,  ra is e s  
u n iq u e  p r iv a c y  c o n c e rn s .

N C V H S  h a s  d is c u s s e d  m a n y  o f  th e s e  p r iv a c y  c h a l le n g e s  i n  n u m e ro u s  r e p o r t s  
a n d  le t te r s  to  th e  S e c re ta ry . M o s t  n o ta b ly , N C V H S  p u b l i s h e d  tw o  r e p o r t s ,  a  
P r im e r  o n  h e a l th  d a ta  s te w a rd s h ip 7 a n d  R e c o m m e n d a tio n s  o n  P r iv a c y  a n d  C o n fi
d e n tia lity , 2 0 0 6 -2 0 0 8 .  B o th  a r e  a v a i la b le  o n  th e  N V C H S  w e b s i te .8

F u r th e r  w o r k  is  n e c e s s a r y  to  d e v e lo p  th e  p r iv a c y , c o n f id e n tia l i ty ,  a n d  s e c u r i ty  
s ta n d a r d s  th a t  s h o u ld  a p p ly  a s  th e s e  d a ta  u s e s  c o n t in u e  to  e v o lv e . I n  a d d i t io n , 
w o r k  is  n e e d e d  to  e s ta b l i s h  g o v e r n a n c e  s t r u c tu r e s  to  p ro v id e  th e  p r o p e r  o v e r
s ig h t  o f  e n t i t ie s  th a t  e x c h a n g e  a n d  u s e  h e a l th  d a ta .  I n  e s s e n c e , g o v e r n a n c e  is  th e  
a c c o u n ta b i l i ty  f o r  e n s u r in g  th a t  p r o p e r  d a ta  s te w a rd s h ip  (as  d e s c r ib e d  i n  th e  
N C V H S  P r im e r  c i te d  a b o v e )  is  p ra c t ic e d .  T o  d if f e r e n t ia te  b e tw e e n  g o v e r n a n c e  
a n d  d a ta  s te w a rd s h ip , d a ta  s te w a rd s h ip  is  f o c u s e d  o n  th e  in te r n a l  p r a c t i c e s  o f  th e  
e n t i ty  th a t  u s e s  h e a l th  d a ta ,  w h e r e a s  g o v e r n a n c e  is  f o c u s e d  o n  th e  o v e r s ig h t  o f  
s u c h  e n t i t ie s  to  e n s u r e  th a t  t h e i r  d a ta  s te w a rd s h ip  p r a c t i c e s  a r e  a d e q u a te .  S u c h  
o v e r s ig h t  in c lu d e s  in i t ia l ly  a p p r o v in g  e n t i t ie s  th a t  h a v e  a c c e s s  to  d a ta ,  e n s u r in g  
t h a t  s u c h  e n t i t ie s  a p p ro p r ia te ly  u s e  a n d  p r o te c t  d a ta ,  a n d  e n s u r in g  th a t  e n t i t ie s  th a t  
m is u s e  d a ta  a r e  a p p ro p r ia te ly  s a n c tio n e d .

3. Privacy, Confidentiality, Security

7 An NCVHS Primer: Health Data Stewardship—What, Why, Who, How, December 2009.
8 http://www.ncvhs.hhs.gov/
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The Way Forward
T a k e n  to g e th e r ,  t o d a y ’s e m e r g in g  p o l ic y  o p p o r tu n i t ie s  a n d  th e  n a t i o n ’s lo n g 

s ta n d in g  h e a l th  c h a l le n g e s  c r e a te  a  s i tu a t io n  o f  c o n s id e ra b le  u rg e n c y  f o r  th e  
U n i te d  S ta te s . T h e  o p e n n e s s  to  b o ld  n e w  a p p ro a c h e s  o f f e re d  b y  r e c e n t  le g i s la t io n  
w i l l  d i s a p p e a r  q u ic k ly . G iv e n  t h a t  th e  U .S . la g s  b e h in d  m o s t  o th e r  in d u s t r i a l i z e d  
c o u n t r ie s  i n  th e  h e a l th  s ta tu s  o f  i ts  c i t iz e n s ,  w e  m u s t  s e iz e  th e  o p p o r tu n i t i e s  to  
m a x im iz e  th e  h e a l th  b e n e f i ts  a n d  b e g in  to  a s s e s s  w h e th e r  th e  h u g e  in v e s tm e n ts  
a r e  in d e e d  h a v in g  th e  d e s i r e d  im p a c t .

T h is  p a p e r  h a s  n o te d  th e  c r i t i c a l  f e d e r a l  ro le  i n  d e v is in g  h e a l th  in f o r m a t io n  
p o l ic y  to  s u p p o r t  n a t io n a l  h e a l th  g o a ls . F e d e r a l  le a d e r s h ip  is  m o re  n e e d e d  th a n  
e v e r  to  c r e a te  th e  c o m p re h e n s iv e  a p p ro a c h e s  th a t  w i l l  g u id e  th e  d e v e lo p m e n t  o f  
in f o r m a t io n  c a p a c i t ie s  a n d  c o o r d in a te  e f f o r t s  b y  a c to r s  i n  th e  p u b lic  a n d  p r iv a te  
s e c to r s .  W h a te v e r  p r o g r e s s  is  m a d e  i n  th e  c r i t i c a l  t r a n s i t io n  to  e le c tro n ic  h e a l th  
re c o rd s ,  c l in ic a l  d a ta  a lo n e  w i l l  n o t  s u f f ic e ; b r o a d  in f o r m a t io n  c a p a c i t ie s  th a t  
d r a w  o n  a l l  th e  s o u rc e s  a n d  s e rv e  a l l  th e  p u r p o s e s  d is c u s s e d  i n  th is  p a p e r  w i l l  b e  
n e c e s s a r y . T h i s  w i l l  r e q u i r e  s h o r in g  u p  th e  d a ta  r e s o u r c e s  f o r  p u b l ic  fu n c t io n s  
s u c h  a s  s u rv e y s , s a fe ty  s u r v e i l l a n c e ,  a n d  v i t a l  r e c o rd s , a lo n g  w i t h  s t r a te g ic  t h in k 
in g  to  d e te r m in e  w h a t  c a p a c i t ie s  w i l l  b e  n e e d e d  i n  th e  f u tu r e  a n d  h o w  to  g u id e  
t h e i r  d e v e lo p m e n t.  M a n y  is s u e s  r e q u i r e  r e s e a r c h  a n d  d e m o n s t r a t i o n  a s  p a r t  o f  a  
p r io r i t iz e d ,  a d e q u a te ly  f u n d e d  r e s e a r c h  a g e n d a . I n  a d d i t io n ,  f u r t h e r  in v e s tm e n ts  
i n  a  t r a in e d  w o r k f o r c e  a r e  n e e d e d ,  to  e n s u r e  th e  a v a i la b i l i ty  o f  p ro fe s s io n a ls  a n d  
le a d e r s  w h o  c a n  p r o p e r ly  u s e  in f o r m a t io n  r e s o u r c e s  f o r  a n a ly s is  a n d  d e c is io n 
m a k in g .

A s  i t  d e v e lo p s  p o l ic ie s  a n d  s t r a te g ie s ,  th e  D e p a r tm e n t  h a s  a lw a y s  in v i te d  in p u t  
f r o m  e x p e r t s  a n d  s ta k e h o ld e rs ;  a n d  N C V H S  h a s  lo n g  h e lp e d  to  f a c i l i t a te  th is  
d ia lo g u e  a n d  d i s t i l l  th e  k e y  m e s s a g e s  a n d  le s s o n s . N C V H S  w i l l  c o n t in u e  to  u s e  its  
c o n s u l ta t iv e  a n d  d e l ib e ra t iv e  p r o c e s s e s ,  w o r k in g  c o l la b o r a t iv e ly  w i t h  o th e r  H H S  
a d v is o r y  c o m m it te e s ,  to  h e lp  th e  D e p a r tm e n t  m e e t  th e  c u r r e n t  o p p o r tu n i t ie s  a n d  
c h a lle n g e s . A s  n o te d , a l l  N C V H S  s u b c o m m it te e s  p la n  to  b e  in v o lv e d  in  th i s  e f 
f o r t ;  th i s  r e p o r t  is  a n  e a r ly  in s t a l lm e n t  o n  s u b c o m m it te e  a n d  f u l l  C o m m it te e  w o r k  
p la n s  f o r  th e  c o m in g  18 m o n th s  o r  m o re . E a c h  o f  th e  s u b c o m m it te e s  is  id e n t i f y 
in g  th e  k e y  is s u e s  i n  i ts  d o m a in , to  b e  p u r s u e d  th r o u g h  w o r k s h o p s , h e a r in g s ,  a n d  
in te r n a l  d e l ib e r a t io n s  a s  N C V H S  d e v e lo p s  r e c o m m e n d a t io n s  f o r  th e  S e c re ta ry . 
T h e  s u b c o m m i t t e e s ’ p r e l im in a r y  th in k in g  is  o u t l in e d  b e lo w .
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Subcommittee in Quality
O v e r  th e  n e x t  tw o  y e a r s ,  th e  N C V H S  S u b c o m m it te e  o n  Q u a l i ty  w i l l  f o c u s  o n  

s u p p o r t in g  th e  d e v e lo p m e n t  o f  m e a n in g f u l  m e a s u r e s ,  le v e r a g in g  b o t h  e x is t 
in g  a n d  e m e r g in g  d a ta  s o u rc e s  (e .g ., p a t i e n t - g e n e r a te d  d a ta ,  r e m o te  m o n i to r in g , 
p e r s o n a l  h e a l th  re c o rd s ) , a n d  i n  p a r t i c u l a r  id e n t i f y in g  s ig n if ic a n t  o p p o r tu n i t ie s  
a n d  g a p s . C r i t ic a l  to  m e a n in g f u l  m e a s u r e m e n t  is  th e  a v a i la b i l i ty  o f  r e le v a n t  
d a ta  e le m e n ts  th a t  c o u ld  b e  e a s i ly  c a p tu r e d  u s in g  c e r t i f i e d  E H R  te c h n o lo g y  a n d  
f u n c t io n a l i ty ,  a m o n g  o th e r  to o ls . T h e  S u b c o m m it te e  o n  Q u a l i ty  w i l l  id e n t i fy  
e m e r g in g  h e a l th  d a ta  n e e d s  f o r  a  h e a l th  s y s te m  w h e re  th e  in d iv id u a l  e n g a g e s  i n  
h is  o r  h e r  h e a l th  a n d  h e a l th  c a re . A s  a  n e a r - t e r m  p r io r i ty ,  th e  S u b c o m m it te e  w i l l  
a d d r e s s  th e  d a ta  n e e d s  o f  p e r s o n - c e n te r e d  h e a l th  a n d  h e a l th  c a re ,  e m p h a s iz in g  
c o o r d in a t i o n  a n d  c o n t in u i ty  o f  c a re  a c ro s s  a  c o n t in u u m  o f  s e rv ic e s .  A  lo n g e r  
t e r m  g o a l  is  to  d e v e lo p  a  n a t io n a l  s t r a te g y  to  le v e ra g e  c l in ic a l ly  r i c h  h e a l th  d a ta  
to  a d d r e s s  im p o r ta n t  n a t io n a l  q u e s t io n s  a b o u t  d e te r m in a n t s  o f  h e a l th  a n d  d is e a s e .

Subcommittee on Privacy, Confidentiality and Security
T h e  N C V H S  S u b c o m m it te e  o n  P r iv a c y , C o n f id e n t ia l i ty  a n d  S e c u r i ty  w i l l  f o 

c u s  i t s  e f f o r t s  o n  p r o v id in g  r e c o m m e n d a t io n s  th a t  s u p p o r t  n a t io n a l  p r io r i t ie s ,  in  
c o o r d in a t i o n  w i th  s u c h  g ro u p s  a s  th e  O N C  H I T  P o l ic y  C o m m i t te e ’s P r iv a c y  a n d  
S e c u r i ty  W o rk g ro u p . I n  th e  n e x t  y e a r ,  th e  S u b c o m m it te e  p la n s  to  d e v e lo p  r e c o m 
m e n d a t io n s  r e g a r d in g  g o v e r n a n c e  a s  w e l l  a s  a  f r a m e w o r k  f o r  th e  id e n t i f ic a t io n  
a n d  a p p r o p r ia te  m a n a g e m e n t  o f  s e n s i t iv e  d a ta .  T h e  S u b c o m m it te e  w i l l  a ls o  
c o n s id e r  t r a n s p a r e n c y  a n d  th e  ro le  o f  p a t i e n t  c o n s e n t .  I n  a d d i t io n ,  i t  w i l l  c o n tin u e  
to  re v ie w  a n d  m a k e  r e c o m m e n d a t io n s  r e g a r d in g  n e w  p r iv a c y , c o n f id e n tia l i ty ,  
a n d  s e c u r i ty  r e g u la t io n s ;  c o m p lia n c e  w i t h  t h e s e  r e g u la t io n s ;  a n d  s t r a te g ie s  f o r  
e f f e c t iv e  e n fo rc e m e n t .

Subcommittee on Standards
H e a l th  c a re  r e f o r m  le g i s la t io n  n o w  p ro v id e s  a  n e w  o p p o r tu n i ty  to  c o n tin u e  

th e  a d m in is t r a t i v e  s im p l i f ic a t io n  t h a t  b e g a n  u n d e r  H IP A A — a  p r o c e s s  i n  w h ic h  
N C V H S  w i l l  r e m a in  h e a v i ly  in v o lv e d . T h e  N C V H S  S u b c o m m it te e  o n  S ta n d a r d s  
w i l l  c o n t in u e  to  m e e t  i t s  r e s p o n s ib i l i t ie s  r e la te d  to  H IP A A ; w i l l  im p le m e n t  th e  
m a n y  a d m in is t r a t i v e  s im p l i f ic a t io n  r e s p o n s ib i l i t ie s  a s s ig n e d  b y  th e  H e a l th  R e 
f o r m  A c t  o f  2 0 1 0 ; a n d  w i l l  m e e t  n e w  re q u e s ts  f o r  r e c o m m e n d a t io n s  o n  th e  u s e  o f  
s ta n d a r d s  to  e n h a n c e  in te r o p e r a b i l i ty  o f  th e  t r a n s m is s io n  a n d  s e m a n t ic s  o f  h e a l th  
d a ta  a s  th e y  a r is e .  A s  w e  lo o k  to  th e  f u tu r e ,  s e v e ra l  g o a ls  s ta n d  o u t  w i t h  r e s p e c t  
to  s ta n d a rd s .  T h e  S u b c o m m it te e  w i l l  s e e k  to  e n s u r e  a  c o m p re h e n s iv e  f r a m e w o r k  
a n d  r o a d m a p  f o r  h e a l th  in f o r m a t io n  s ta n d a r d s  th a t  s u p p o r t  th e  n a t io n a l  h e a l th  IT  
s t r a te g ic  f r a m e w o rk ,  v i s io n  a n d  p o l ic y  p r io r i t ie s ;  th e  p u b lic  h e a l th  p o l ic y  a g e n d a ;  
th e  N C V H S  p r o p o s e d  d a ta  s te w a rd s h ip  f r a m e w o rk ;  a  n a t io n a l  r e s e a r c h  a g e n d a  
th a t  in c lu d e s  c o m p a ra t iv e  e f f e c t iv e n e s s ;  a n d  th e  n e e d s  o f  a l l  d a ta  u s e r s .
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Subcommittee on Population Health
U n d e r s t a n d in g  th e  p o p u la t io n ’s h e a l th  a n d  its  d e te r m in a n t s  r e l ie s  o n  m u lt ip le  

d a ta  s o u rc e s ,  in c lu d in g  p o p u la t io n  s u rv e y s , c l in ic a l  d a ta ,  a d m in is t r a t i v e  d a ta  
(n o ta b ly , b i r t h  a n d  d e a th  r e c o r d s  a n d  b i l l in g  d a ta  o n  u s e  o f  h e a l th  s e rv ic e s ) ,  a n d  
p u b l ic  h e a l th  a n d  e n v i r o n m e n ta l  r e p o r t in g  s y s te m s . A t  th e  n a t io n a l  le v e l, F e d 
e r a l  a g e n c ie s  s u c h  a s  th e  N a t io n a l  C e n te r  f o r  H e a l th  S ta t is t ic s  a r e  c h a r g e d  w i th  
d e v e lo p in g  m e th o d s , a s s e s s in g  v a l id i ty ,  a n d  r e p o r t in g  n a t io n a l  p o p u la t io n  h e a l th  
in fo rm a t io n .  A s  w e  e n v is io n  b u i ld in g  a  c o m p a ra b le  c a p a c i ty  f o r  c o m m u n i t ie s  a n d  
s ta te s  a c r o s s  A m e r ic a ,  th e  q u a l i ty  o f  in f o r m a t io n  a n d  its  t im e l in e s s  w i l l  b e  c e n tr a l  
to  s u c c e s s . T h e  S u b c o m m it te e  o n  P o p u la t io n  H e a l th  w i l l  f o c u s  o n  f a c i l i t a to r s  a n d  
b a r r i e r s  to  d a ta  l i n k a g e  a t  s ta te  a n d  lo c a l  le v e ls  a s  a  c r i t i c a l  p a r t  o f  h e a l th  in fo r 
m a t io n  i n f r a s t r u c tu r e ,  s p e c if ic a l ly  l i n k in g  E H R  d a ta  w i th  e x is t i n g  a d m in is t r a t i v e  
a n d  lo c a l  s u rv e y  d a ta .  F u n d a m e n ta l  to  u n d e r s ta n d in g  p o p u la t io n  h e a l th  is  d e s c r i b 
in g  th e  u n d e r ly in g  p o p u la t io n ,  w h ic h  a ls o  c o m p r is e s  th o s e  w h o  h a v e  n o t  s e e n  a  
d o c to r  r e c e n t ly  o r  h a v e  r e f u s e d  to  r e s p o n d  to  a  s u rv e y . T h e  w o r k  o f  th e  S u b c o m 
m it te e  w i l l  f o c u s  o n  m e th o d s  to  e n s u r e  t h a t  l i n k e d  d a ta  s o u rc e s  p ro v id e  v a l id  
h e a l th  in fo rm a t io n ,  in c lu d in g  m e th o d s  to  a d ju s t  f o r  m is s in g  d a ta  a n d  m e th o d s  to  
p r o te c t  p r iv a c y .
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Introduction
A t a  2 0 0 9  g a th e r in g  o f  s ix  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s  

(N C V H S )  C h a i r s ,1 f o r m e r  C h a i r s  J o h n  L u m p k in ,  M .D ., a n d  D o n  D e tm e r ,  M .D ., 
r e c o u n te d  h o w  th e  N C V H S  v i s io n  o f  a  N a t io n a l  H e a l th  I n f o r m a t io n  I n f r a s t r u c t u r e  
( N H I I )  c r e a te d  a n  “ a h a  m o m e n t” th a t  
p r o v e d  t r a n s f o r m a t iv e  f o r  th e  n a 
t io n . T h e  s e t t in g  w a s  a  s p e c ia l  2 0 0 2  
In s t i tu te  o f  M e d ic in e  ( IO M ) m e e t in g  
o n  r a p id  a d v a n c e m e n t  i n  h e a l th  c a re , 
c a l l e d  b y  T o m m y  T h o m p s o n , t h e n  th e  
S e c r e ta r y  o f  H e a l th  a n d  H u m a n  S e r
v ic e s  (H H S ) . N C V H S  h a d  p u b l i s h e d  
i t s  r e c o m m e n d a t io n s  f o r  th e  N H I I 2 
i n  N o v e m b e r  2 0 0 1 , j u s t  tw o  m o n th s  
a f t e r  t h e  n a t io n  w a s  c o n s u m e d  b y  th e  
e v e n ts  o f  S e p te m b e r  11, 2 0 0 1 . I t  w a s  s e v e ra l  m o n th s  b e f o r e  N C V H S  le a d e r s  w e re  
a b le  to  d ra w  th e  D e p a r tm e n t ’s a t t e n t io n  to  th e  re p o r t .  T h e  m o m e n t  a r r iv e d  w h e n  
th e  tw o  C h a ir s  to ld  S e c r e ta r y  T h o m p s o n  a b o u t  th e  r e p o r t  a t  th e  IO M  m e e t in g ,  s e t 
t i n g  i n  m o t io n  a  c h a in  o f  d e v e lo p m e n ts  th a t  is  s t i l l  u n f o ld in g .

T h is  e p is o d e  w a s  u n u s u a l  i n  te r m s  o f  i t s  d r a m a t ic  re s u l t s ;  D r. D e t m e r  s a id ,
“ I ’v e  n e v e r  s e e n  a n y th in g  q u i te  l ik e  i t , b e fo re  o r  s in c e .” A t  th e  s a m e  t im e ,  i t  a p tly  
i l lu s t r a te s  w h a t  a  f e d e r a l  a d v is o r y  C o m m it te e ,  a n d  s p e c if ic a l ly  N C V H S , c a n  d o  
w h e n  th e  a d v ic e  a n d  th e  t i m in g  a re  r ig h t.

I  th in k  N C V H S  h a s  b e e n  m o s t  
s u c c e s s fu l  w h e n  i t  h a s  b e e n  a b le  
to  f r a m e  th e  is s u e  in  a  w a y  th a t  
c r e a te s  a n  “a h a  m o m e n t. ” D o n  
a n d  I  w e re  p r e s e n t  f o r  a  b ig  one.

—  J o h n  L u m p k in

1 T h e  C o n v o c a t io n  o f  N C V H S  C h a ir s ,  h e ld  i n  C h a r lo t te s v i l le ,  V A , o n  S e p te m b e r  
2 4 - 2 5 ,  2 0 0 9 , is  d e s c r ib e d  i n  d e ta i l  s ta r t in g  o n  p a g e  49.
2 N C V H S , I n f o r m a t io n  f o r  H e a lth :  A  S tr a te g y  f o r  B u i ld in g  th e  N a t io n a l  H e a l th  
I n f o r m a t io n  I n f r a s t r u c t u r e ,  D H H S /O D P H P /N C H S - C D C , W a s h in g to n  D .C ., N o 
v e m b e r  2 0 0 1 . h t tp : / /w w w .n c v h s .h h s .g o v /n h i i la y o .p d f>
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We h a d  a  v is io n  a b o u t  w h a t  h e a lth  I T  c o u ld  d o  f o r  h e a lth  c a re  a n d  f o r  
h ea lth , p u b l ic  h e a lth  su rv e illa n c e , a n d  c a re  d e l iv e r y  b ro a d ly . In fo r m a tio n  
f o r  H e a lth  c a m e  o u t  in  2001. I t  w a s  a  s w e e p in g  v is io n . N o w , m o s t  
c o m p o n e n ts  h a v e  b e e n  a c c e p te d , b u t  a t  f i r s t ,  i t  d id n ’t  g e t  m u c h  a tte n tio n . 
B u t  a t  th e  I O M  m e e tin g , s i t t in g  w ith  th e  S e c re ta ry , D o n  D e tm e r  a n d  I  
h a d  a  c h a n c e  to  ta lk  a b o u t  h e a lth  IT. A n d  a s  w e  b e g a n  to  ta lk  a b o u t  the  
v is io n  o f  in fo rm a tio n  to  im p ro v e  th e  q u a l i ty  o f  c a re  a n d  in te r fa c e  w ith  
p o p u la t io n  h e a lth  a n d  th e  h e a lth  c a re  sy s te m , w e  sa w  th e  S e c r e ta r y ’s  e y e s  
b e g in  to  lig h t  up. T h is  w a s  a  m a jo r  tra n s it io n  p o in t .  — J o h n  L u m p k in

W h en  S e c r e ta r y  T h o m p so n  h e a r d  f r o m  u s  a b o u t  th e  N H I I  
v is io n  a t  th e  I O M  h ea r in g , h e  a lm o s t  e x p lo d e d  o u t  o f  h is  
c h a ir !  A n d  th e n  th in g s  s ta r te d  m o v in g . — D o n  D e tm e r

T h e  f e d e r a l  g o v e r n m e n t  h a s  h u n d r e d s  o f  c o m m it te e s  th a t  a d v is e  i t  o n  a  f u l l  
r a n g e  o f  is s u e s .  F e w  h a v e  a s  lo n g  a  h is to r y  a s  N C V H S , th e  s ta tu to r y  p u b l ic  a d v i 
s o ry  c o m m it te e  o n  h e a l th  in f o r m a t io n  p o l ic y  to  th e  S e c re ta r y  o f  H H S . S in c e  1949, 
th e  C o m m it te e  h a s  m a in t a in e d  a  c lo s e  a d v is o r y  r e la t io n s h ip  w i t h  th e  D e p a r tm e n t ,  
i t s  a g e n c ie s  a n d  p r e d e c e s s o r s ,  w o r k in g  to g e th e r  o n  th e  m a jo r  h e a l th  d a ta  p o l ic y  
is s u e s  f a c in g  th e  n a tio n . T h e  s im p le  p r in c ip le  u n d e r ly in g  th i s  r e la t io n s h ip  is  th a t  
g o o d  p u b l ic  p o l ic y  a b s o lu te ly  d e p e n d s  o n  g o o d  in fo rm a t io n .  N C V H S  h a s  c o n t r i b 
u te d  to  th e  d e v e lo p m e n t  o f  th e  I n te r n a t i o n a l  C la s s i f ic a t io n  o f  D is e a s e s  (IC D ), d e 
v e lo p e d  th e  s ta n d a r d s  f o u n d a t io n  t h a t  n o w  s u p p o r t s  th e  e m e r g in g  N a t io n a l  H e a l th  
I n f o r m a t io n  N e tw o r k  ( N H I N )  a n d  th e  m e a n in g f u l  u s e  o f  h e a l th  in f o r m a t io n  
te c h n o lo g y  ( IT ) , m a d e  r e c o m m e n d a t io n s  o n  th e  d a ta  a s p e c t s  o f  m a n y  p r e s s in g  
n a t io n a l  h e a l th  is s u e s ,  a n d  a d v is e d  o n  s u rv e y s  a n d  o th e r  d a ta  c o l l e c t io n  e f fo r ts .

N C V H S  is  k n o w n  f o r  th e  e x p e r t i s e  o f  i t s  m e m b e r s  a n d  le a d e r s  a n d  th e  h ig h  
c a l i b e r  a n d  im p a c t  o f  i t s  r e c o m m e n d a t io n s .  T h e  m e m b e r s ,  w h o  c o m e  f r o m  a l l  
r e g io n s  o f  th e  U .S ., s e rv e  o n e  o r  m o re  fo u r - y e a r  t e r m s .  S ix te e n  a re  a p p o in te d  b y  
th e  H H S  S e c re ta r y , a n d  tw o  b y  C o n g re s s .  T h e y  a re  s e le c te d  f o r  t h e i r  p ro fe s s io n a l  
d is t in c t io n  a s  r e s e a r c h e r s ,  e d u c a to r s ,  a n d  p r a c t i t io n e r s  i n  s u c h  f ie ld s  a s  p o p u la 
t i o n - b a s e d  p u b l ic  h e a l th ,  e p id e m io lo g y , c l in ic a l  p r a c t i c e ,  h e a l th  s e rv ic e s ,  h e a l th  
e c o n o m ic s ,  p r iv a c y , h e a l th  s ta t is t ic s ,  h e a l th  in f o r m a t io n  s y s te m s , a n d  h e a l th  d a ta  
s ta n d a rd s .
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N C V H S  is  a l s o  k n o w n  f o r  th e  o p e n  a n d  e f f e c t iv e  p r o c e s s  th r o u g h  w h ic h  it  
d e v e lo p s  r e c o m m e n d a t io n s  o n  c o m p le x  h e a l th  in f o r m a t io n  p o l ic y  is s u e s ,  d r a w 
in g  o n  te s t im o n y  g a th e r e d  p r im a r i ly  a t  N C V H S  h e a r in g s . T h e  p r o c e s s  e n a b le s  
N C V H S  to  b r in g  m u lt ip le  p e r s p e c t iv e s  to  b e a r  a s  i t  c r a f t s  i t s  r e c o m m e n d a t io n s  
to  th e  S e c re ta ry . B r id g e  is  th e  c o m m o n  m e ta p h o r  f o r  th i s  a d v is o r y  fu n c t io n ;  b u t  
th e  t e r m  d o e s  n o t  d o  ju s t i c e  to  th e  
C o m m i t t e e ’s c r e a t iv e  a n d  c a ta ly z in g  
ro le  a s  i t  d e v e lo p s  p o l ic y  r e c o m m e n 
d a t io n s  a n d  c o n n e c t s  g o v e r n m e n t  
to  n o n - g o v e r n m e n ta l  s ta k e h o ld e rs .
T h e  e x te r n a l  in p u t ,  to g e th e r  w i th  th e  
b r o a d - b a s e d  a p p r o a c h  N C V H S  b r in g s  
to  a l l  th e  to p ic s  i t  a d d r e s s e s ,  c o n t r i b 
u te s  to  th e  C o m m i t te e ’s s u b s ta n t iv e , th o u g h t f u l  r e p o r t s  a n d  r e c o m m e n d a t io n s  o n  
a  w id e  r a n g e  o f  p o l ic y  is s u e s .  B e c a u s e  o f  w id e s p r e a d  r e s p e c t  f o r  t h e  h ig h  q u a l i ty  
o f  i t s  a n a ly s is  a n d  r e c o m m e n d a t io n s ,  th e  C o m m i t te e ’s a d v is o r y  ro le  a n d  in f lu e n c e  
e x te n d  b e y o n d  H H S  a n d  th e  F e d e r a l  G o v e r n m e n t  to  o th e r  le v e ls  o f  g o v e r n m e n t  
a n d  th e  p r iv a te  s e c to r .

O v e r  th e  p a s t  d e c a d e , N C V H S  h a s  h a d  s ta n d in g  s u b c o m m it te e s  i n  th e  d o m a in s  
o f  p o p u la t io n  h e a lth ;  s ta n d a rd s ;  p r iv a c y , c o n f id e n t ia l i ty  a n d  s e c u r i ty ;  a n d  h e a l th  
c a re  q u a l i ty .3 T h e  f u l l  C o m m i t te e  h o ld s  f o u r  tw o - d a y  m e e t in g s  a  y e a r . I n  a d d i 
t io n , i ts  s u b c o m m it te e s  c o n d u c t  w o r k s h o p s  a n d  h e a r in g s  th r o u g h o u t  th e  y e a r . A l l  
N C V H S  m e e t in g s  a r e  o p e n  to  th e  p u b lic ,  a n d  m o s t  a r e  b r o a d c a s t  o n  th e  In te rn e t .  
N C V H S  r e c o m m e n d a t io n s ,  le t te r s ,  a n d  r e p o r t s  a r e  d e v e lo p e d  b y  s u b c o m m it te e s  
a n d  w o r k g ro u p s  a n d  u l t im a te ly  b r o u g h t  b e fo re  th e  f u l l  C o m m it te e  f o r  re v ie w , 
m o d if ic a t io n , a n d  a p p ro v a l .4 T r a n s c r ip t s  a n d  m in u te s  o f  N C V H S  m e e t in g s  a n d  a l l  
i t s  o f f ic ia l  l e t te r s  a n d  r e p o r t s  a r e  p o s te d  o n  th e  N C V H S  W e b  s ite . I n  a d d i t io n , th e  
e n t i r e  h is to r y  o f  N C V H S  is  w e l l  d o c u m e n te d .  T h e re  a r e  a n n u a l  o r  m u l t i - y e a r  r e 
p o r t s  f r o m  1 949  th r o u g h  2 0 0 6 , a n d  lo n g e r  r e t r o s p e c t iv e s  m a r k in g  th e  1 5 th , 2 0 th , 
4 5 th , a n d  5 0 th  a n n iv e r s a r ie s .  T h e  s e r io u s  s tu d e n t  o f  N C V H S  a n d  e v o lv in g  h e a l th  
in f o r m a t io n  p o l ic y  c a n  f in d  d e ta i l s  a n d  c o m m e n ta r y  i n  th e s e  r e p o r t s ,  a n d  p a r t i c u 
la r ly  i n  th e  5 0 - y e a r  h is to r y . T h e  F o r e w o rd s  to  th e  r e p o r t s  f o r  th e  y e a r s  1 9 9 2 - 9 5  
a r e  e s p e c ia l ly  r e s o n a n t  w i t h  th e  is s u e s  b e in g  a d d r e s s e d  i n  th e  c u r r e n t  h e a l th  c a re  
r e f o r m  in i t ia t iv e .

3 Early in that decade, NCVHS also had Workgroups on the NHII and 21st Century Health 
Statistics.
4 The process of developing NCVHS recommendations begins with the selection of experts and 
thought leaders who can give multiple perspectives on a given topic or set of issues. Hearings 
involving these informants are generally held at the Subcommittee level, with time allowed for both 
testimony and questions. The Subcommittee or Workgroup then discusses the input to determine if it 
can develop meaningful recommendations or needs additional input or research. Draft recommenda
tions are reviewed with NCVHS staff and members; escalated from the Subcommittee/Workgroup 
to the Executive Subcommittee; and finally reviewed and approved by the Full Committee before the 
final version is sent to the Secretary.

T h e  g o v e r n m e n t  n e e d s  in p u t  f r o m  
th e  r e a l  w o r ld  o u ts id e  W a sh ing ton .

— R o n  B la n k e n b a k e r
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T h e  p r e s e n t  r e p o r t  b e g in s  w i th  a  b r i e f  r e v ie w  o f  th e  f i r s t  f i f ty  y e a r s .  I ts  c h ie f  
fo c u s  is  th e  m a jo r  e v e n ts ,  a c c o m p lis h m e n ts ,  a n d  th e m e s  o f  th e  p a s t  d e c a d e , 
2 0 0 0 - 2 0 0 9 ,  th u s  c o m p le t in g  th e  d o c u m e n ta t io n  o f  th e  C o m m i t te e ’s f i r s t  6 0  y e a rs .  
I t  c o n c lu d e s  w i t h  a  s u m m a r y  o f  th e  6 0 th  a n n iv e r s a r y  C o n v o c a t io n  o f  C h a i r s  a n d  a  
lo o k  a t  th e  o p p o r tu n i t ie s  a n d  c h a l le n g e s  th a t  l ie  a h e a d . T h e s e  f in a l  s e c t io n s  b r in g  
i n  th e  v o ic e s  o f  th e  s ix  C h a ir s  w h o  h a v e  le d  N C V H S  s in c e  1 98 6 , w i t h  in s ig h ts  o n  
h o w  th e  C o m m it te e  c a n  b e s t  c o n t r ib u te  to  h e a l th  in f o r m a t io n  p o l ic y  i n  th e  y e a r s  
to  c o m e .

The First Fifty Years 
19 4 9 —1999

O v e r  i t s  s ix  d e c a d e s ,  N C V H S  h a s  g e n e r 
a l ly  m o v e d  to w a r d  in c r e a s in g  s c o p e , a u th o r 
ity , a n d  c r e d ib i l i ty  a n d  a n  e v e r  s t r o n g e r  
a d v is o r y  re la t io n s h ip  w i t h  th e  D e p a r tm e n t .
I t  h a s  a ls o  d e v e lo p e d  s t r o n g e r  c o n n e c t io n s  
to  th e  p r iv a te  s e c to r  a n d  n o n -g o v e r n m e n ta l  
o r g a n iz a t io n s .5 T h r o u g h o u t ,  th e  C o m m it 
te e  h a s  w o r k e d  to  c a r r y  o u t  i t s  m is s io n  o f  
in f o r m in g  a  f e d e r a l  s t r a te g y  f o r  im p ro v in g  
th e  p o p u la t io n ’s h e a lth .  F u n d a m e n ta l ly ,  
th e  C o m m i t te e ’s w o r k  c a n  b e  v ie w e d  a s  a n  
o n g o in g  e f fo r t ,  a c h ie v e d  m o s tly  i n  s m a ll  
in c r e m e n ts ,  to  e s ta b l i s h  th e  in f o r m a t io n  a n d  
c o m m u n ic a t io n  p la t f o r m  f o r  im p r o v in g  a n d  
a s s e s s in g  th e  h e a l th  o f  e v e ry  in d iv id u a l ,  
p o p u la t io n  g ro u p , a n d  c o m m u n i ty  i n  
th e  U .S .

N C V H S  w a s  c r e a te d  i n  1 949  a t  th e  r e 
q u e s t  o f  th e  W o rld  H e a l th  O r g a n iz a t i o n  (W H O ) a s  p a r t  o f  a n  in te r n a t io n a l  e f f o r t  
to  b u i ld  n a t io n a l  a n d  in te r n a t i o n a l  h e a l th  s ta t is t ic s .  N C V H S  w a s  c h a r g e d  w i t h  a d 
v i s i n g  th e  S u r g e o n  G e n e r a l  o f  th e  U .S . P u b l i c  H e a l th  S e r v ic e  o n  m a t te r s  r e la t in g  
to  v i t a l  a n d  h e a l th  s ta t is t ic s .  I n  th e  e a r ly  y e a r s ,  N C V H S  m e m b e r s  a n d  c o n s u l ta n ts  
w e r e  m o s tly  s ta t is t ic ia n s ,  f r o m  b o t h  th e  p u b lic  a n d  p r iv a te  s e c to r s .  T h e y  w o r k e d  
p r im a r i ly  w i th  W H O  o n  th e  te c h n ic a l  in t r ic a c ie s  o f  b u i ld in g  a n  in te r n a t io n a l  
h e a l th  s ta t i s t ic s  i n f r a s t r u c t u r e  a n d  c o n t r i b u te d  to  th e  e x p a n s io n  o f  in te r n a t io n a l  
s ta t is t ic s  to  e n c o m p a s s  m o rb id i ty  a s  w e l l  a s  m o r ta l i ty .6 I n  th i s  c o n te x t ,  i n  1950  
N C V H S  b e g a n  to  c a l l  f o r  b e t t e r  d a ta  o n  i l ln e s s  i n  t h e  U .S . I ts  in i t ia l  w o r k  o n  th e  
U .S . in f o r m a t io n  in f r a s t r u c t u r e  w a s  c r u c ia l  i n  th e  d e v e lo p m e n t  o f  th e  N a t io n a l  
H e a l th  S u rv e y .

5 The details of the Committee’s evolution are described in the fifty-year history of NCVHS. See 
especially “A Scan of 50 Years” in “The National Committee on Vital and Health Statistics, 1949-99: 
A History,” published in NCVHS: 50th Anniversary Symposium Reports. <http://www.ncvhs.hhs. 
gov/50history.htm>
6 Dr. Lowell Reed, Vice President of Johns Hopkins University, was the Committee’s first Chair. 
Its first Executive Secretary, Dr. I.M. Moriyama, was on the staff of the National Office of Vital 
Statistics, which became the National Center for Health Statistics (NCHS) in 1960.

T h e r e  is  a  lo t  o f  s y n e r g y ,  
m u tu a l  r e s p e c t ,  a n d  
le a r n in g  a m o n g  N C V H S  
m e m b e r s  a n d  b e tw e e n  th em  
a n d  sta ff. T h e  m e m b e r s  
le a r n  a  lo t  a b o u t  w h a t ’s  
g o in g  o n  w ith in  g o v e r n m e n t  
th a t  th e y  c a n  ta k e  a n d  u se  
in  th e ir  w o rk . C o n verse ly , 
th e  D e p a r tm e n t  le a r n s  a  
lo t  a b o u t th e  p r iv a te  sec to r. 
O v e r  th e  y e a r s , w e ’ve  
e x p a n d e d  th is  s y n e r g y  b y  
a d d in g  l ia is o n s  a n d  m o re  
d iv e r se  s t a f f  fr o m  m a n y  
H H S  a g e n c ie s  a n d  th e  VA.

— M a r jo r ie  G re e n b e rg
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T h e  C o m m it te e  a d o p te d  a  m o re  d o m e s t ic  f o c u s  s t a r t in g  i n  1 9 6 4 , f o l lo w in g  a  
1 5 th  a n n iv e r s a r y  c o n fe r e n c e  th a t  h ig h l ig h te d  s u c h  s t i l l - a c t iv e  c o n c e r n s  a s  th e  
d o m in a n c e  o f  a d m in is t r a t i v e  d a ta ;  th e  n e e d  f o r  d a ta  o n  c o m m u n i t ie s ,  s o c io 
e c o n o m ic  s ta tu s ,  r a c e , a n d  c h r o n ic  d is e a s e ;  a n d  th e  r i s in g  c o s t  o f  h e a l th  c a re . 
I n te r n a t i o n a l  c la s s i f ic a t io n  is s u e s  c o n t in u e d  a s  a n  in te r e s t ,  e s p e c ia l ly  d u r in g  th e  
p e r io d ic  r e v is io n s  o f  th e  IC D . T h e  C o m m it 
te e  is  k n o w n  f o r  i ts  w o r k  to  d e v e lo p  u n i f o r m  
m in im u m  d a ta  s e ts , b e g in n i n g  i n  1969.
(T h is  is  j u s t  p a r t  o f  th e  la rg e  le g a c y  o f  K e r r  
W h ite ,  M .D ., w h o  c h a i r e d  N C V H S  f r o m  
1 9 7 5 -1 9 7 9 .)  I n  1 974 , a  n e w  le g is la t iv e  m a n 
d a te  a u th o r iz e d  th e  C o m m it te e  to  a c t iv e ly  
a d v is e  th e  S e c re ta r y  o f  th e  D e p a r tm e n t  o f  
H e a l th , E d u c a t io n  a n d  W e lfa re  ( r e n a m e d  th e  
D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s  
i n  1979). T h e  1974  m a n d a te  w a s  th e  f i r s t  o f  a  
s e r ie s  o f  e x p a n s io n s  o f  th e  N C V H S  s iz e  a n d  
c h a rg e  o v e r  th e  n e x t  th r e e  d e c a d e s .

S ta n d a r d s  d e v e lo p m e n t  h a s  b e e n  a  s ig n a l  
a c t iv i ty  o f  th e  C o m m it te e  s in c e  its  in c e p 
t io n , a n d  p a r t ic u la r ly  s in c e  1 970  w h e n  
N C V H S  b e g a n  a  lo n g  e f f o r t  to  d e v e lo p  a n d  
p ro m o te  c o m m o n  d a ta  s ta n d a r d s ,  te r m s ,  
a n d  d e f in i t io n s .  T h e  e n s u in g  y e a r s  f e a tu r e d  
m a n y  m ile s to n e s :  m in im u m  o r  u n i f o r m  d a ta  
s e ts  f o r  h o s p i ta l ,  a m b u la to r y , a n d  lo n g - te r m  
c a re ;  r e c o m m e n d a t io n s  o n  c o re  h e a l th  d a ta  
e le m e n ts ;  a n d  a  k e y  ro le  i n  a d m in is t r a t iv e  
s im p l i f ic a t io n  a c t iv i t ie s .  I n c r e a s in g  c o n s u l 
t a t io n  w i t h  p r iv a te  s e c to r  o r g a n iz a t io n s  a n d  
g r o w in g  p a r tn e r s h ip  w i t h  th e  D e p a r tm e n t  
w e r e  h a l lm a r k s  o f  th e s e  e f fo r ts .

I n  th e  1 9 8 0 s , N C V H S  b e g a n  w o r k  o n  
im p r o v in g  th e  c o l le c t io n , a n a ly s is ,  p u b l ic a 
t io n , a n d  in te r p r e t a t io n  o f  h e a l th  c a re  d a ta .  I t  c o l l a b o r a te d  w i t h  th e  D e p a r tm e n t ’s 
H e a l th  D a t a  P o l ic y  C o m m it te e  a n d , in c r e a s in g ly , w i th  th e  H e a l th  C a re  F in a n c in g  
A d m in is t r a t io n ,  w h ic h  w a s  c r e a te d  i n  1 977  a n d  w a s  la te r  r e n a m e d  th e  C e n te r s  f o r  
M e d ic a r e  a n d  M e d ic a id  S e rv ic e s .  N C V H S  a ls o  c o n t in u e d  its  w o r k  o n  m in im u m  
d a ta  s e ts , in c lu d in g  o n e  f o r  lo n g - te r m  c a re ,  a n d  a d d r e s s e d  c r i t i c a l  a n d  n e g le c te d  
a r e a s  o f  m in o r i ty  h e a l th  a n d  c o m m u n i ty  h e a l th  s ta t is t ic s .  C o n c e r n s  a b o u t  th e  
q u a l i ty  o f  c a u s e  o f  d e a th  s ta t is t ic s  le d  N C V H S  to  s p o n s o r  tw o  n a t io n a l  w o r k s h o p s  
a n d  a n  e d u c a t io n a l  e x h ib i t  f o r  p h y s ic ia n s  o n  im p r o v in g  c a u s e  o f  d e a th  in f o r m a 
tio n . U n d e r  th e  l e a d e r s h ip  o f  D r. R o n  B la n k e n b a k e r ,  N C V H S  s o u g h t  o u t  m o re  
in te r a c t i o n  w i t h  th e  p r iv a te  s e c to r  a n d  w o r k e d  to  s t r e n g th e n  a n d  in te g r a te  th e  
a c t iv i t ie s  o f  i ts  s u b c o m m it te e s ,  c r e a t in g  a  n e w  E x e c u t iv e  S u b c o m m it te e  a n d  e s 
ta b l i s h in g  s o c ia l  t r a d i t i o n s  to  b u i ld  c o n n e c t io n s  a m o n g  m e m b e r s .  T h e  C o m m it te e

[ S ta n d a r d iz a tio n ]  is  th e  b e s t  
w a y  to  e n su re  c o o p e ra tio n  
a n d  a lso  p r o v id e  f l e x ib i l i t y  

f o r  in d iv id u a l a n d  lo c a l  
n ee d s . W ith  th e  a d v e n t  
o f  n e w  te c h n o lo g y , d a ta  
c a n  b e  c o lle c te d  in  a n y  

fo r m a t ,  a g g r e g a te d  b y  th e  
c o m p u te r  a n d  a r r a y e d  in  
a n y  d e s ir e d  o u tp u t  fo r m a t .  
T h is  im p o r ta n t  d is tin c tio n  
b e tw e e n  fo r m s  f o r  d a ta  
a c q u is itio n , c o m p u te r  
s y s te m s  f o r  d a ta  p ro c e s s in g ,  
s ta n d a r d s  a n d  g u id e l in e s  
s h o u ld  b e  c le a r ly  s ta te d .
To  d o  o th e r w is e  i s  to  
p r o m o te  c o n fu s io n  a n d , a s  
in d u s tr y  h a s  fo u n d , in c r e a se  
th e  c o s ts  o f  c o lle c t in g  
m a s s e s  o f  d a ta  u n to u c h e d  
b y  h u m a n  th o u g h t!

— K e r r  W h ite  
(C o n g re ss io n a l  

te s tim o n y , 2/19/74)
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a ls o  b e g a n  to  s p e a k  o u t  a b o u t  a n  i s s u e  th a t  is  s t i l l  l iv e  to d a y :  th e  m u lt ip le  u s e s  o f  
h e a l th  d a ta  a n d  th e  n e e d  to  e n s u r e  th a t  th e  d a ta  a n d  u s e s  a r e  a p p ro p r ia te ly  s u i t e d  
to  e a c h  o th e r .

T h e  d y n a m ic  e n v i r o n m e n t  o f  th e  e a r ly  1 9 9 0 s , w h e n  J u d i th  M i l l e r  J o n e s  to o k  
o v e r  a s  C h a ir , to o k  N C H V S  in  n e w  d ir e c t io n s .  M s . J o n e s  u s e d  h e r  k n o w le d g e  
o f  th e  in t r ic a c ie s  o f  p o l ic y  d e v e lo p m e n t  to  h e lp  N C V H S  p ro v id e  r e le v a n t  a d 
v ic e  d u r in g  th e  h e a l th  c a re  r e fo rm  e f f o r ts  o f  1 9 9 3 - 4 .  T h e  C o m m it te e  c a l l e d  fo r

m e c h a n is m s  to  e n s u r e  th e  m o n i to r in g  o f  
n e w  m o d e s  o f  h e a l th  c a re  d e l iv e ry  a n d  th e i r  
o u tc o m e s , a n d  a ls o  u r g e d  th e  p r o te c t io n  
o f  n a t io n a l  s u rv e y s  a n d  o th e r  t r a d i t i o n a l  
m e th o d s  o f  e v a lu a t in g  th e  n a t io n ’s h e a l th . 
B e s id e s  h e lp in g  to  id e n t i fy  c r i t i c a l  d a ta  
n e e d s  a n d  g a p s , th e  C o m m i t te e  a ls o  i n i t i 
a te d  a  r e v ie w  o f  p r iv a c y  a n d  c o n f id e n t ia l i ty  
is s u e s  i n  h e a l th  d a ta  th a t  c u lm in a te d  i n  a  
1 99 2  re p o r t .  I n  w a y s , th e  r e p o r t  f o r e s h a d 

o w e d  th e  H I P A A  a s s ig n m e n t  to  N C V H S  o f  
a n  a d v is o r y  ro le  i n  th i s  a re a .

N C V H S  le a d e r s  h a d  e x te n s iv e  d is c u s s io n s  
w i t h  th e  D e p a r tm e n t  a b o u t  th e  C o m m i t te e ’s 
ro le  i n  1 9 9 5 - 9 6 . O n e  r e s u l t  w a s  th e  f o r m a 
t i o n  i n  1995  o f  th e  D a ta  C o u n c i l ,  w h ic h  
p ro v id e d  a  m e c h a n is m  f o r  c lo s e r  c o l l a b o r a 
t i o n  w i t h  th e  D e p a r tm e n t  a n d  s t r o n g e r  s u p 
p o r t  f o r  N C V H S . I n  a  r e la te d  d e v e lo p m e n t,  
th e  O f f ic e  o f  th e  H H S  A s s is ta n t  S e c re ta r y  

f o r  P la n n in g  a n d  E v a lu a t io n  jo in e d  N C H S  in  s u p p o r t in g  a n d  s ta f f in g  N C V H S . 
A r o u n d  th i s  t im e ,  th e  C o m m it te e  c o n d u c te d  a  la rg e  p r o je c t  o n  c o re  h e a l th  d a ta  e l 
e m e n ts ,  r e q u e s te d  b y  H H S , a n d  s u c c e s s f u l ly  r e c o m m e n d e d  th e  a d d i t i o n  o f  E x te r 
n a l  C a u s e  o f  In ju r y  C o d e s  (E -c o d e s )  to  h o s p i ta l  r e c o rd s  d e s p i te  o p p o s i t io n  f r o m  
th e  to b a c c o  in d u s try . I t  a ls o  p r o v id e d  im p o r ta n t  a d v ic e  to  th e  D e p a r tm e n t  a b o u t  
th e  im p le m e n ta t io n  o f  c o d in g  c h a n g e s  o n  ra c e , e th n ic i ty  a n d  s o c io e c o n o m ic  d a ta  
i n  h e a l th  r e c o rd s ,  p a r t ic u la r ly  w i th  r e g a r d  to  th e  re v i s io n  o f  O M B  c la s s i f ic a t io n s .

We sa w  o u r  ro le  a s  r e le v a n t  
to  b o th  s u r v e y s  a n d  d a ta  
se ts , a c r o s s  th e  b o a rd . We 
c h a n g e d  th e  C o m m it te e ’s  
o r ie n ta tio n  a w a y  f r o m  
te c h n ic a l i s s u e s  a lo n e  to  
p u t t in g  d a ta  c o n c e r n s  in to  
a  b ro a d er , D e p a r tm e n t-  
w id e  p o l ic y  co n te x t. We 
w o r k e d  h a r d  to  re a c h  
a c r o s s  d i f fe r e n t  p a r t s  
o f  th e  D e p a r tm e n t  a n d  
g e t  m o re  e n g a g e m e n t.

— J u d ith  M il le r  J o n e s
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T o m a r k  its  4 5 th  a n n iv e r s a r y ,  N C V H S  h e ld  a  s y m p o s iu m  in  1995  th a t  fo c u s e d  
o n  th e  c h a n g e s  u n d e r  w a y  i n  h e a l th  c a r e  d e l iv e ry  a n d  h e a l th  in f o r m a t io n  s y s te m s . 
T h e  C o m m it te e  w a n te d  to  c a l l  th e  n a t io n ’s a t te n t io n  to  th e  c r i t i c a l  ro le  o f  in fo r 
m a t io n  f o r  f e d e r a l  a n d  s ta te  p o l ic y  a n d  to  s t im u la te  a  d is c u s s io n  o f  th e  k in d s  o f  
p u b l ic - p r iv a te  p a r tn e r s h ip s  n e e d e d  to  p ro m o te  in f o r m a t io n  f o r  h e a lth .

F o r  N C V H S , a s  f o r  th e  h e a l th  c a re  in d u s 
tr y ,  H H S , a n d  o th e r s ,  1 99 6  w a s  a  p iv o ta l  
y e a r  b e c a u s e  o f  th e  p a s s a g e  o f  th e  H e a l th  
I n s u r a n c e  P o r ta b i l i ty  a n d  A c c o u n ta b i l i ty  
A c t  (H IP A A ). D o n  D e tm e r ,  M .D ., a s s u m e d  
th e  c h a i r  ro le  f r o m  J u d i th  M i l l e r  J o n e s  th a t  
y e a r ,  a f t e r  a  r a th e r  e x te n s iv e  s e t  o f  c o n v e r s a 
t io n s  w i t h  th e  D e p a r tm e n t  a b o u t  th e  f u tu r e  
p e r s p e c t iv e  f o r  th e  C o m m it te e .  A  n e w  
o p p o r tu n i ty  w a s  c r e a te d  f o r  th e  N C V H S  
C h a i r  to  p a r t ic ip a te  i n  th e  D a t a  C o u n c il ,  to  
re la te  N C V H S  d e l ib e r a t io n s  d ir e c t ly  to  th e  
C o u n c i l  a n d  s e rv e  a s  a  d i r e c t  c o n d u i t  b a c k  
to  th e  C o m m it te e .  T h e  H I P A A  le g i s la t io n  
e x p a n d e d  th e  N C V H S  c h a r te r  a n d  g a v e  th e  
C o m m it te e  e x p l ic i t  r e s p o n s ib i l i ty  f o r  a d v i s 
in g  th e  D e p a r tm e n t  o n  s ta n d a r d s  i n  t h r e e  
a r e a s :  f o r  e l e c tro n ic a l ly  t r a n s m i t t e d  a d m in 
is t r a t iv e  a n d  f in a n c ia l  t r a n s a c t i o n s  i n  h e a l th  
c a re ,  f o r  p a t i e n t  m e d ic a l  r e c o r d  in fo rm a t io n ,  
a n d  to  p r o te c t  th e  p r iv a c y  a n d  s e c u r i ty  o f  th e  in fo rm a t io n .  H I P A A  a ls o  m a n d a te d  
a  r e g u la r  N C V H S  r e p o r t  to  C o n g re s s  o n  im p le m e n ta t io n  o f  th e  H IP A A  p r iv a c y  
p r o te c t io n ,  a d m in is t r a t i v e  s im p l if ic a t io n , a n d  s ta n d a r d s  a d o p t io n  p ro v is io n s . T h e  
f i r s t  s u c h  r e p o r t  w a s  i s s u e d  in  F e b r u a r y  1998.

E v e n  b e fo re  th e  e n a c tm e n t  o f  H IP A A , th e  C o m m it te e  h a d  c a l l e d  f o r  a  f o c u s  o n  
th e  p u r p o s e s  to  b e  s e r v e d  b y  s ta n d a r d s  a n d  u r g e d  th a t  p r iv a c y  p r o te c t io n s  b e  c o m 
m e n s u r a te  w i th  th e  g r o w in g  p o w e r  o f  in f o r m a t io n  c o n s o l id a t io n  a n d  e x c h a n g e . 
In d e e d ,  th e  p e r io d  th a t  b e g a n  i n  th e  1 9 9 0 s  w a s  la rg e ly  d e d ic a te d  to  u n d e r s ta n d 
in g , im p le m e n t in g ,  a n d  a d ju s t in g  to  th e  d r a m a t ic  im p a c ts  o n  th e  p u b lic  h e a l th  a n d  
h e a l th  c a re  s e c to r s  o f  e le c tro n ic  t e c h n o lo g y — th e  g r e a te s t  in n o v a t io n  i n  c o m m u n i 
c a t io n s  s in c e  th e  in v e n t io n  o f  th e  p r in t i n g  p re s s .

H IP A A  im p le m e n ta tio n ...  
w a s  r e a l ly  a  c h a lle n g in g  
tim e . O u r  j o b  w a s  to  w o r k  
w ith  th e  D e p a r tm e n t. I t  
w a s  a  c lo se  p a r tn e r s h ip  
w ith  th e  s t a f f  o f  v a r io u s  
H H S  a g e n c ie s  a n d  th e  VA, 
t r y in g  to  d e v e lo p  w h a t  
H IP A A  im p le m e n ta tio n  
s h o u ld  lo o k  like . We s e r v e d  
a s  th e  e x te r n a l  vo ice , 
th e  h e a r in g  a p p a r a tu s  in  
d e v e lo p in g  th e  ru le s , a n d  
th e  e x te r n a l  r e v ie w e r  w h e n  
th e  r u le s  w e r e  d e v e lo p e d .

— J o h n  L u m p k in
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T h e  C o m m i t te e ’s p o p u la t io n  h e a l th  in i t ia t iv e s  d u r in g  th e  1 9 9 0 s  f o c u s e d  o n  
M e d ic a id  m a n a g e d  c a r e  d a ta ,  d a ta  o n  th e  is la n d s  &  te r r i to r i e s ,  m o n i to r in g  r e v i 
s io n  o f  O M B  D ir e c t iv e  15 o n  r a c e  a n d  e th n ic i ty  d a ta  a n d  im p le m e n ta t io n  o f  its  
s u c c e s s o r ,  a n d  d a ta  o n  c a r e  p ro v id e d  in  s e t t in g s  s u c h  a s  lo n g - te r m  c a re  f a c i l i t ie s  
a n d  in d iv id u a ls ’ o r  n u r s in g  h o m e s . 1 99 8  b r o u g h t  th e  c o m p le t io n  o f  th e  f i r s t  p h a s e  
o f  a d m in is t r a t i v e  s im p l i f ic a t io n  a s s ig n m e n ts ,  p lu s  p r o g r e s s  o n  tw o  la rg e - s c a le  
v is io n in g  p ro je c ts  o n  th e  f u tu r e  o f  h e a l th  s ta t is t ic s  a n d  th e  N H I I .  I n  th a t  y e a r ,  D r.

D e t m e r  h a n d e d  th e  g a v e l  to  D r. L u m p k in ,  
w h o  w o u ld  le a d  th e  C o m m it te e  in to  th e  2 1 s t 
c e n tu r y .7 T h e  C o m m it te e  u n v e i le d  its  v i 
s io n s  f o r  2 1 s t c e n tu r y  h e a l th  s ta t is t ic s  a n d  th e  
N H I I  a t  i t s  5 0 th  A n n iv e r s a r y  S y m p o s iu m  in  
J u n e  2 0 0 0 . D r. L u m p k in  h a s  o b s e r v e d  th a t  
t h e  b ig g e s t  c h a l le n g e  f o r  N C V H S  d u r in g  th is  
p e r io d  w a s  w o r k in g  o u t  “ h o w  to  m e r g e  o u r  
n e w  c h a rg e , d e a l in g  w i t h  h e a l th  c a re  IT , w i t h  
o u r  lo n g s ta n d in g  c h a rg e  r e la te d  to  p o p u la t io n  
h e a l th  a c t iv i t ie s .” H e  c a l l s  th e s e ,  r e s p e c tiv e ly , 
t h e  le f t  a n d  r i g h t  b r a in s  o f  N C V H S  a n d  s a y s , 
“ W e  w o r k e d  a s  a  C o m m it te e  to  u s e  b o t h  o u r  
l e f t  a n d  o u r  r i g h t  b r a in .”

2000—2009—The Sixth Decade
W h ile  th e  y e a r  2 0 0 0  d id  n o t  b r in g  th e  te c h n o lo g y  c r i s i s  th a t  m a n y  h a d  f e a r e d , 

i n  th e  h e a l th  in f o r m a t io n  p o l ic y  e n v i r o n m e n t  i t  s t i l l  m a r k e d  a  w a te r s h e d  w o r th y  o f  
a  n e w  m il le n n iu m . F o r  m u c h  o f  th e  d e c a d e , th e  n a t io n a l  h e a l th  s u rv e y s  a n d  v i t a l  
s ta t is t ic s  th a t  a r e  th e  f o u n d a t io n  f o r  p o p u la t io n  h e a l th  d a ta  w e r e  e n d a n g e r e d  b y  
u n d e r f u n d in g  d e s p i te  a  s e r ie s  o f  u n p r e c e d e n te d  p u b lic  h e a l th  a n d  s a fe ty  d is a s te r s .  
T h e  la n d m a r k  IO M  r e p o r t s  o n  th e  c h a s m  in  h e a l th  c a re  q u a l i ty  s t im u la te d  a  m u l
t i tu d e  o f  q u a l i ty  m e a s u r e m e n t  a n d  im p ro v e m e n t  e f f o r t s .8 P r o g r e s s  to w a r d  h e a l th  
I T  a d o p t io n  a n d  th e  r e a l i z a t i o n  o f  th e  N C V H S  v i s io n  f o r  th e  h e a l th  in f o r m a t io n  
i n f r a s t r u c t u r e  a c c e le r a te d  m a rk e d ly , w i t h  th e  g r o w in g  in v o lv e m e n t  a n d  s u p p o r t  
o f  th e  a d m in is t r a t io n .  P r e s id e n t  B u s h  g a v e  th i s  p r o c e s s  a  s ig n if ic a n t  b o o s t  in  
2 0 0 4  b y  s e t t in g  a  n a t io n a l  g o a l  f o r  a l l  A m e r ic a n s  to  h a v e  e le c tro n ic  h e a l th  re c o rd s  
(E H R s )  b y  2014 .

N e w  a d v is o r y  b o d ie s  e n te r e d  w h a t  h a d  b e e n  “ N C V H S  s p a c e ” : th e  N C H S  B o a r d  
o f  S c ie n tif ic  C o u n s e lo rs ,  th e  A m e r ic a n  H e a l th  I n f o r m a t io n  C o m m u n ity , a n d  a d v i 
s o ry  c o m m it te e s  o n  h e a l th  in f o r m a t io n  p o l ic y  a n d  s ta n d a rd s .

7 While there has been progress on many fronts since HIPAA was enacted, one need that is unmet 
to this day is for a uniform way to associate an individual’s health data to facilitate his or her care. As 
recounted in the 50-year history, NCVHS made its first recommendation in this area in the 1970s.
8 Institute of Medicine Board on Health Care Services, Washington, DC: To Err is Human: Build
ing a Safer Health System (November 1999); Crossing the Quality Chasm (March 2001), Preventing 
Medication Errors (July 2006).

A  k e y  s u c c e s s  fa c to r  
o f  b e in g  C h a ir  is  
u n d e r s ta n d in g  th a t  th e r e  
is  a  d iv id e  to  b e  b r id g e d  
b e tw e e n  p o p u la t io n  
h e a lth  a n d  h e a lth  care , 
a n d  th a t  b r id g in g  th a t  
d iv id e  c a n  m a k e  b o th  
s y s te m s  o p e ra te  better .

— J o h n  L u m p k in
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A f t e r  P r e s id e n t  O b a m a ’s J a n u a r y  2 0 0 9  in a u g u r a t i o n  i n  th e  e a r ly  s ta g e s  o f  a  
d e e p  re c e s s io n , n e w  le g i s la t io n  in f u s e d  f u n d i n g  th a t  p r o m is e d  to  g re a t ly  a c c e le r 
a te  h e a l th  I T  a d o p t io n .9 T h e  C o m m i t t e e ’s d e c a d e  e n d e d  w i t h  s t r e n u o u s  e f fo r ts  
to  e x p a n d  h e a l th  c a re  c o v e ra g e  a n d  b e n d  th e  c o s t  c u rv e ,  c h a m p io n e d  b y  th e  n e w  
P re s id e n t .

O v e r  th i s  te n - y e a r  p e r io d ,  h e a l th  IT  
b e c a m e  m o re  a n d  m o re  in te g r a te d  in to  
e v e ry  N C V H S  d o m a in . M u c h  o f  th e  C o m 
m i t t e e ’s a d v is in g  f o c u s e d  o n  th e  p o te n t ia l  
a n d  th e  l im i ts  o f  h e a l th  I T  w i t h  r e s p e c t  to  
p r iv a c y , q u a li ty ,  s ta n d a r d s ,  a n d  p o p u la 
t i o n  h e a l th .  A  g r o w in g  e m p h a s is  w a s  th e  
p r e s s in g  n e e d  f o r  h e a l th  d a ta  s te w a rd s h ip  
to  p e r m i t  m u lt ip le  u s e s  w h i le  a f fo rd in g  
a d e q u a te  p ro te c t io n s .  T h e  O ff ic e  o f  th e  
N a t io n a l  C o o r d in a to r  f o r  H e a l th  I n f o r m a 
t i o n  T e c h n o lo g y  (O N C ), w h ic h  w a s  e s t a b 
l i s h e d  i n  r e s p o n s e  to  a n  N C V H S  r e c o m 
m e n d a t io n , a s s ig n e d  f o u r  s p e c ia l  p ro je c ts  
to  N C V H S  i n  th i s  p e r io d .  T w o  o f  th e m  c u t  
a c r o s s  th e  s ta n d in g  s u b c o m m it te e s ,  m a k 
in g  i t  n e c e s s a r y  to  o r g a n iz e  m e m b e r s  in to  
a d  h o c  g ro u p s  (se e  A p p e n d ix  2). N C V H S  
a ls o  c o n t in u e d  i t s  w o r k  o n  H IP A A , w h ic h  
b y  th e  e n d  o f  th e  d e c a d e  h a d  s o m e w h a t  r e 
c e d e d  i n  th e  t im e  a n d  a t t e n t io n  i t  r e q u i r e d  
f r o m  th e  C o m m it te e .

O v e r  a l l ,  th e  m a jo r  a r e a s  o f  w o r k  f o r  
N C V H S  i n  i ts  s ix th  d e c a d e  w e r e  th e  in f o r 
m a t io n  p o l ic y  is s u e s  r e la te d  to  h e a l th  I T  a n d  th e  N H I I ,  m e a n in g f u l  u s e  o f  E H R s ,  
h e a l th  c a r e  q u a l i ty  m e a s u r e m e n t  a n d  r e p o r t in g ,  d a ta  s te w a rd s h ip , p o p u la t io n  
h e a l th ,  p r iv a c y  a n d  c o n f id e n tia l i ty ,  s e c u r i ty ,  a n d  s ta n d a rd s .  T h e  s e c t io n s  b e lo w  
o u t l in e  N C V H S  p r o je c ts  a n d  r e c o m m e n d a t io n s  i n  e a c h  o f  th e s e  a r e a s .  O f  c o u rs e ,  
m a n y  is s u e s  th a t  r e m a in  o n  th e  N C V H S  a g e n d a — in c lu d in g  l in k a g e s ,  p r iv a c y , 
q u a li ty ,  d iv e rs i ty , s ta n d a r d iz a t io n ,  a n d  IC D  c o d e s — a re  lo n g s ta n d in g  c o n c e r n s  o n  
w h ic h  th e  C o m m it te e  h a s  w o r k e d  f o r  d e c a d e s .

D r. S im o n  C o h n  b e g a n  a  f o u r - y e a r  t e r m  a s  N C V H S  C h a i r  i n  2 0 0 5 , b r in g in g  
u n u s u a l  c o n t in u i ty  to  h is  ro le  a f t e r  h a v in g  a l r e a d y  s e r v e d  a s  a n  N C V H S  m e m b e r  
s in c e  1 99 6 . H e  w a s  s u c c e e d e d  in  2 0 0 8  b y  H a r r y  R e y n o ld s ,  w h o , l ik e  D r. C o h n  
a n d  h is  p r e d e c e s s o r  D r. L u m p k in ,  h a d  c h a i r e d  th e  S u b c o m m it te e  o n  S ta n d a r d s  
p r io r  to  b e c o m in g  N C V H S  C h a ir . M r . R e y n o ld s  h a s  l ik e n e d  th e  f a s t - m o v in g  
p o l ic y  e n v i r o n m e n t  i n  w h ic h  N C V H S  n o w  o p e r a te s  to  “d r in k in g  o u t  o f  a  b a r r e l ,

9 ARRA Division A. Title XIII -  Health Information Technology and Division B. Title IV -  
Medicare and Medicaid Health Information Technology. Miscellaneous Medicare Provisions are col
lectively cited as the Health Information Technology for Economic and Clinical Health (HITECH).]

A s  th e  e n v ir o n m e n t  ch a n g es , 
N C V H S  h a s  a  s tr u c tu r e  to  
s ta y  in  a n d  th e  f l e x ib i l i t y  to  
b u ild  o u r  o w n  le a d e r sh ip  
a n d  r e c o n fig u re  o u r  team .
T h e  C o m m it te e ’s  s tru c tu re ,  
re sp e c t, a n d  f o c u s  p r o v id e  
s ta b i l i ty  in  th e  m id s t  o f  
ch a n g e . B e in g  a  tr u s te d  v o ic e  
is  th e  m o s t  im p o r ta n t  th ing . 
T h e  N C V H S  p r o c e s s  i t s e l f  
a d d s  to  th a t  tru s t. W e’re  
a  p u b l ic  C o m m ittee , a n d  
e v e r y th in g  is  in  th e  o p en .
We h e a r  a ll  s id e s  o f  a  s to r y  
a n d  tr y  to  c o m e  o u t  w ith  th e  
c o m m o n  g o o d . T h is  h a s  b ee n  
p a r t  o f  th e  h is to r y  o f  N C V H S ,  
re g a r d le s s  o f  th e  su b jec t.

— H a r r y  R e y n o ld s
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n o t  a  g la s s .” H e  c r e d i t s  th e  c o n t r ib u t io n s  o f  a l l  o f  h is  p r e d e c e s s o r s  a n d  N C V H S  
s t a f f  f o r  th e  f a c t  th a t  N C V H S  is  a  t r u s t e d  v o ic e  i n  th i s  e n v iro n m e n t .

T h e  C o m m it te e  m a r k e d  th e  e n d  o f  a n o th e r  d e c a d e  o f  a c c o m p l is h m e n ts  b y  
g a th e r in g  th e  c u r r e n t  a n d  f iv e  p re v io u s  N C V H S  C h a i r s  i n  C h a r lo t te s v i l le ,  V A , in  
S e p te m b e r  2 0 0 9  to  c e le b r a te  th e  f i r s t  6 0  y e a r s  a n d  r e f le c t  o n  th e  s ig n if ic a n c e  o f  
N C V H S  a n d  h o w  i t  c a n  m a k e  th e  g r e a te s t  d i f f e r e n c e  i n  th e  fu tu r e .  T h a t  e v e n t  is  
d e s c r ib e d  b e lo w  (p a g e  49).

Refining the Vision for a National Health Information 
Infrastructure

A s  n o te d , N C V H S  re le a s e d  its  la n d m a r k  r e p o r t ,  I n f o r m a t io n  f o r  H e a lth :  A  
S tr a te g y  f o r  B u i ld in g  th e  N a t io n a l  H e a l th  I n f o r m a t io n  I n f r a s t r u c t u r e ,  i n  la te  
2 0 0 1 . W o rk  o n  th e  v i s io n  h a d  b e g u n  d u r in g  D r. D e t m e r ’s t e n u r e  (1 9 9 6 -1 9 9 8 ) ,  
w i t h  th e  N H I I  W o rk g r o u p  (w h ic h  h e  c h a ir e d )  s p e a r h e a d in g  th e  p ro c e s s . T h e

v is io n  c o n t in u e s  to  r a m if y  a n d  b e  
s h a p e d  to  th i s  d ay . T h e  p o l ic y  v i s io n  
f o r  a  N a t io n a l  H e a l th  I n f o r m a t io n  
I n f r a s t r u c t u r e  in c lu d e d  m e e t in g  th e  
in f o r m a t io n  n e e d s  o f  h e a l th  c a re  
p ro v id e r s ,  p o p u la t io n  h e a l th  p r o f e s 
s io n a ls , a n d  p e r s o n a l  h e a l th  w i t h in  
a n  a r c h i t e c tu r e  th a t  w o u ld  f a c i l i t a te  
s e a m le s s  s h a r in g  b a s e d  u p o n  a  n e e d  
a n d  r ig h t  to  k n o w . T h is  b a s ic  in s ig h t  
o f  th r e e  in te r d e p e n d e n t  d im e n s io n s  o f  
in f o r m a t io n  r e m a in s  a  r o b u s t  m o d e l  
f o r  p o l ic y  p la n n in g  a n d  d e v e lo p m e n t  
r e la t in g  to  h e a l th  in f o r m a t io n  a n d  
c o m m u n ic a t io n s  te c h n o lo g y  to  th is  

d ay . B y  th e  e n d  o f  th e  d e c a d e , th e  in f o r m a t io n  i n f r a s t r u c t u r e  h a d  c h a n g e d  f r o m  
a n  N C V H S  v i s io n  to  a  g r o w in g  r e a l i ty  th a t  e n a b le s  o r  is  p a r t  o f  n e a r ly  e v e r y th in g  
th e  C o m m it te e  d o e s . Y e t a s  th i s  r e p o r t  s h o w s , a m p le  w o r k  r e m a in s  to  h e lp  th e  
n a t io n  a c h ie v e  b a la n c e  a n d  s y n e r g y  a m o n g  th e  th r e e  d im e n s io n s  o f  th e  e n v is io n e d  
i n f r a s t r u c t u r e — th a t  is ,  in f o r m a t io n  s u p p o r t  f o r  c l in ic a l  c a re , f o r  p o p u la t io n  
h e a l th ,  a n d  f o r  in d iv id u a l  p a r t i c ip a t io n  a n d  r e s p o n s ib i l i ty .

I n  th e  2 0 0 1  r e p o r t ,  N C V H S  s t r e s s e d  th e  n e e d  f o r  f e d e r a l  le a d e r s h ip  a s  th e  
“ c o r n e r s to n e  o f  im p le m e n ta t io n ” o f  th e  N H I I  v is io n .  J u s t  th r e e  y e a r s  la te r , b y  a n  
E x e c u t iv e  O r d e r  o f  th e  P re s id e n t ,  th a t  s to n e  w a s  p u t  i n  p la c e  w i th  th e  c r e a t io n  o f  
th e  O ff ic e  o f  th e  N a t io n a l  C o o r d in a to r  f o r  H e a l th  I n f o r m a t io n  T e c h n o lo g y  (O N C ), 
r e p o r t in g  d ir e c t ly  to  th e  S e c re ta r y  o f  H H S . T h is  d e v e lo p m e n t  s e t  i n  m o tio n  m a n y  
o f  th e  N C V H S  re s p o n s ib i l i t ie s  a n d  a c t iv i t ie s  th a t  h a v e  d e f in e d  i t s  m o s t  r e c e n t  
d e c a d e . O N C  w e n t  o n  to  f r a m e  a  c o n c e p t  o f  th e  N a t io n w id e  H e a l th  I n f o r m a t io n  
N e tw o r k  ( N H I N )  a s  a  m a jo r  c o m p o n e n t  o f  th e  N H II .

W h en  w e  c r e a te d  th e  N H I I  v is io n  
w ith  th e  th re e  o v e r la p p in g  c irc les , 
w e  a r g u e d  th a t  th e  c o u n tr y  n e e d e d  
to  o r g a n ize  its  th in k in g  a n d  
a rc h ite c tu r e  so  b e n e fi t  c o u ld  b e  
d ra w n  f r o m  th e  in te r c o n n e c te d n e s s  
o f  in fo rm a tio n  a t  p e r s o n a l,  
c o m m u n ity , a n d  n a t io n a l  leve ls .

— D o n  D e tm e r
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I n  2 0 0 5 , th e  N C V H S  N H I I  W o rk g r o u p  f o c u s e d  o n  p e r s o n a l  h e a l th  re c o rd s  
(P H R s ) , s e n d in g  r e c o m m e n d a t io n s  o n  P H R s  a n d  P H R  s y s te m s  to  th e  S e c r e ta r y  in  
S e p te m b e r .10- 11 O v e r  th e  n e x t  fe w  y e a r s ,  th e  N a t io n a l  C o o r d in a to r  a s k e d  N C V H S  
to  c a r r y  o u t  f o u r  s p e c ia l  a s s ig n m e n ts ,  i n  e a c h  c a s e  c o n s u l t i n g  w i th  s ta k e h o ld 
e r s  a n d  p r o d u c in g  a  m a jo r  r e p o r t  a n d  r e c o m m e n d a t io n s  to  th e  S e c re ta ry . T h e s e  
h ig h ly  te c h n ic a l  p ro je c ts  in c lu d e  s tu d ie s  o f  th e  f u n c t io n a l  r e q u i r e m e n ts  f o r  th e  
N H I N  (O c to b e r , 2 0 0 6 ) ;  p r iv a c y  in  th e  N H I N  (J u n e , 2 0 0 6 ) ;  e n h a n c e d  p r o te c t io n s  
f o r  th e  u s e s  o f  d a ta  ( f ir s t  o f  th r e e  r e p o r t s  D e c e m b e r ,  2 0 0 7 ) ;  a n d  f in a l ly  th e  d e f in i 
t i o n  o f  m e a n in g f u l  h e a l th  I T  u s e  (M a y  a n d  J u n e , 2 0 0 9 ) . S e v e r a l  o f  th e s e  p r o je c ts  
a r e  d e s c r ib e d  b e lo w .

I n  2 0 0 9 , th e  H I T E C H  p ro v is io n s  o f  T h e  A m e r ic a n  R e c o v e r y  a n d  R e in v e s tm e n t  
A c t  (A R R A )  g re a t ly  a c c e le r a te d  th e  p a c e  o f  c h a n g e  b y  m a k in g  f u n d i n g  a v a ila b le  
f o r  a d o p t io n  o f  E H R s . N C V H S  h a s  lo n g  s tu d ie d  th e  u s e s  o f  th i s  p o w e r f u l  t e c h n o l 
o g y  f o r  im p r o v in g  h e a l th  c a re  a n d  p o p u la 
t i o n  h e a l th ,  a lo n g  w i t h  th e  p r o te c t io n s  a n d  
p r a c t i c e s  n e e d e d  f o r  i t s  b e n e f ic ia l  u se .
T h e  p r o s p e c t  th a t  E H R s  w i l l  r e a c h  a  k in d  
o f  c r i t i c a l  m a s s  w i t h in  h e a l th  c a re  i n  th e  
f o re s e e a b le  f u tu r e  h a s  m o v e d  th is  t e c h n o l 
o g y  in to  th e  m a in s t r e a m  o f  th e  C o m m it 
t e e ’s w o r k  o n  q u a li ty ,  p o p u la t io n  h e a lth ,  
s ta n d a r d s ,  a n d  p r iv a c y .

R e c e n t  c h a n g e s  i n  th e  a d v is o r y  l a n d 
s c a p e  h a v e  u s h e r e d  i n  a  n e w  s ta g e  in  th e  
C o m m i t te e ’s a d v is o r y  ro le . R e c o g n iz in g  
th e  p o t e n t ia l  c o n t r ib u t io n s  o f  in f o r m a t io n  
te c h n o lo g y  a n d  s ta n d a r d s  to  h e a l th  a n d  
h e a l th  c a re , C o n g re s s  a n d  th e  D e p a r tm e n t  
c r e a te d  n e w  fe d e r a l  a d v is o r y  c o m m it te e s  
i n  th i s  s p h e re . I n  2 0 0 5 , S e c r e ta r y  L e a v i t t  
e s ta b l i s h e d  th e  A m e r ic a n  H e a l th  I n f o r m a 
t i o n  C o m m u n i ty  (n o w  th e  N a t io n a l  e H e a l th  C o l la b o ra t iv e , a  p u b l ic - p r iv a te  b o d y ) ; 
a n d  i n  2 0 0 9 , H I T E C H  e s ta b l i s h e d  n e w  fe d e r a l  a d v is o r y  c o m m it te e s  o n  p o l ic y  
a n d  s ta n d a rd s . O th e r  p u b l ic - p r iv a te  g r o u p s — H e a l th  I n f o r m a t io n  T e c h n o lo g y  
S ta n d a r d s  P a n e l ,  H e a l th  I n f o r m a t io n  S e c u r i ty  a n d  P r iv a c y  C o l la b o ra t io n , C e r t i f i 
c a t io n  C o m m is s io n  f o r  H e a l th  I n f o r m a t io n  T e c h n o lo g y — a ls o  w e r e  e s ta b l i s h e d  to  
a d d r e s s  s ta n d a r d s  h a r m o n iz a t i o n  a n d  c e r t if ic a t io n .

T h e  p r e s e n c e  o f  th e s e  n e w  p a r tn e r s  w i t h  r e s p o n s ib i l i ty  f o r  im p le m e n ta t io n  in  
k e y  a r e a s  o f  h e a l th  d a ta  s ta n d a r d s  a n d  p o l ic y  h a s  e n a b le d  N C V H S  to  r e c o m m it  
to  i ts  h i s to r ic  ro le s  o f  th o u g h t  le a d e r s h ip  a n d  b r o a d ,  lo n g - te r m  v is io n in g  w h i le  i t  
c o n t in u e s  to  c a r r y  o u t  s p e c ia l  a s s ig n m e n ts  a n d  th e  m a n y  d u t ie s  i n  i ts  c h a rg e . B y

10 The report was published in February, 2006.
11 By 2008, the NHII had become so integral to all NCVHS activities that the Committee retired 
the NHII Workgroup. Ad hoc workgroups now handle special NCVHS projects such as those named 
below.

M y  v ie w  o f  N C V H S  is  th a t  
w e  h e lp  s e t  p o lic y , p r o v id e  a  
lo n g e r  v is io n  o f  w h a t  n e e d s  to  
h a p p e n , a n d  d o  th e  h a r d  w o r k  
to  d e v e lo p  a p p ro p r ia te  id e a s  
a n d  c o n s e n s u s  a r o u n d  th e  
v is io n . N C V H S  is  a n  e x p e r t  
b ody. I t ’s  a p p ro p r ia te  f o r  
th e  S e c r e ta r y  a n d  C o n g re s s  
to  a d d  a d d it io n a l  s tr u c tu r e s  
to  t r y  a n d  m o v e  o u r  w o r k  

fo r w a r d .  I t ’s  a  n o r m a l  
tra n s it io n  th a t  n e e d s  to  occu r.

— S im o n  C o h n
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m id -2 0 0 9 , a  n e w  v i s io n  o f  in f o r m a t io n  
f o r  th e  p o p u la t io n ’s h e a l th  th a t  ta k e s  f u l l  
a d v a n ta g e  o f  e m e r g in g  t e c h n o lo g y  w a s  
b e g in n i n g  to  ta k e  s h a p e  in  th e  C o m m it 
t e e ’s m in d — o n e  th a t  w e a v e s  to g e th e r  a l l  
th e  s t r a n d s  o f  i ts  e x p e r t i s e  a n d  c o n c e rn s .

Clarifying "Meaningful U se” of 
Health IT

M e a n in g f u l  u s e  o f  h e a l th  in f o r m a t io n  
h a s  lo n g  b e e n  th e  e n t i r e  r a i s o n  d ’e t r e  
o f  N C V H S . A R R A  m a d e  th e  p h r a s e  a  
n a r r o w e r  t e r m  o f  a r t  a n d , b y  l i n k in g  it  
to  f in a n c ia l  in c e n t iv e s ,  g a v e  i t  c o n s id e r 
a b le  s a l ie n c e  i n  h e a l th  in f o r m a t io n  p o lic y . 
A R R A  e s ta b l is h e s  in c e n t iv e s  f o r  M e d i 

c a re  a n d  M e d ic a id  p r o v id e r s  th a t  a d o p t  a n d  m a k e  " m e a n in g f u l  u s e ” o f  c e r t i f i e d  
E H R  te c h n o lo g y , th u s  m a k in g  th a t  a  p iv o ta l  c o n c e p t .  T h e  N a t io n a l  C o o r d in a to r  
a s k e d  N C V H S  to  h o ld  h e a r in g s  o n  th e  d e f in i t io n  o f  “ m e a n in g f u l  u s e ” in  th is  c o n 
te x t .  I n  r e s p o n s e ,  N C V H S  h e ld  a  p u b l ic  m e e t in g  o n  A p r i l  2 8 - 2 9 ,  2 0 0 9 , to  w h ic h  
m o re  t h a n  100 s ta k e h o ld e r s  p r o v id e d  o r a l  a n d  w r i t t e n  t e s t im o n y  a im e d  a t  g iv in g  
s p e c if ic i ty  to  th i s  v e r y  b r o a d  c o n c e p t  a n d  te r m . T h e  h e a r in g  le d  to  tw o  N C V H S  
d o c u m e n ts :  a  R e p o r t  s u m m a r iz in g  th e  h e a r in g  th e m e s  (M a y  2 0 0 9 )  a n d  a  s e t  o f  
“ O b s e r v a t io n s  o n  M e a n in g f u l  U s e ” (J u n e  2 0 0 9 ) .

T h e  C o m m i t te e  r e p o r t e d  th a t  i t  h e a r d  s t r o n g  a g r e e m e n t  a m o n g  th e  te s t i f i e r s  
a b o u t  th e  n e e d  f o r  a  p h a s e d  a p p r o a c h  to  a c h ie v in g  a d o p t io n  a n d  m e a n in g f u l  u s e  o f  
c e r t i f i e d  E H R  te c h n o lo g y . I t  o b s e r v e d  th a t  to  r e a c h  th e s e  o b je c t iv e s , E H R s  m u s t  
h a v e  s p e c if ic  f u n c t io n a l i ty  th a t  is  k n o w n  to  im p ro v e  h e a l th  c a re  a n d  m a n a g e  p o p 
u la t io n  h e a l th ,  p lu s  a  h ig h  d e g re e  o f  u s a b i l i ty  a n d  th e  c a p a c i ty  to  s u p p o r t  q u a l i ty  
m e a s u r e m e n t  a n d  r e p o r t in g .  F u r th e r ,  N C V H S  s a id  th e  c r i t e r i a  f o r  m e a n in g f u l  u s e  
s h o u ld  fo c u s  o n  a c h ie v in g  th e  u l t im a te  v i s io n  a n d  b e  c le a r  a n d  s im p le , m e a s u ra b le  
th r o u g h  e a s i ly  r e p o r ta b le  m e t r ic s ,  a d a p ta b le  to  v a r io u s  p r o v id e r  c h a r a c te r i s t ic s ,  
a u d i ta b le ,  p ro te c t iv e  o f  p r iv a c y  a n d  s e c u r i ty , a n d  re f le c t iv e  o f  E H R  f u n c t i o n a l 
ity  th a t  e n a b le s  e a s y  u s e  f o r  a l l  in te n d e d  u s e r s .  T h e  C o m m it te e  a ls o  s t r e s s e d  th e  
n e e d  f o r  a  r o a d m a p  w i t h  c le a r  a n d  p re d ic ta b le  m i le s to n e s  to w a r d  r e a l i s t ic  g o a ls . 
T h e s e  o b s e r v a t io n s  o f f e re d  a  f o u n d a t io n  f o r  th e  s u b s e q u e n t  w o r k  o f  th e  tw o  n e w  
a d v is o r y  c o m m it te e s  e s ta b l i s h e d  b y  A R R A .

A s  d e s c r ib e d  b e lo w , N C V H S  to o k  th e  c o n c e p t  o f  m e a n in g f u l  u s e  a  s te p  f u r t h e r  
i n  la te  2 0 0 9  w h e n  th e  S u b c o m m it te e  o n  Q u a l i ty  h e ld  a  h e a r in g  a n d  th e n  o f f e re d  
r e c o m m e n d a t io n s  o n  m e a n in g f u l  m e a s u r e m e n t  o f  q u a lity .

You h a v e  to  b r in g  th e  c o u n tr y  
a lo n g  w ith  y o u  a s  y o u  p r o v id e  
th o u g h t le a d e r s h ip  so  th e y  say, 
“Yes, t h a t ’s  th e  r ig h t  th ing . ” 
T h e  N H I I  is  a n  e x a m p le ;  i t  
h a s  m o v e d  in to  th e  fa b r ic  o f  
e v e r y o n e ’s  th in k in g  a b o u t  
h o w  w e  s h o u ld  m o v e  fo r w a r d .  
We w e r e  c le a r ly  a h e a d  o f  
o u r  tim e , w h ic h  is  v e r y  m u c h  
a  m a r k  o f  th e  C o m m ittee .

— S im o n  C o h n

36 Sixty Years o f  Making a Difference



Strengthening Quality Improvement and Meaningful 
Measurement

O v e r  th e  p a s t  d e c a d e , th e  N C V H S  Q u a l i ty  W o r k g r o u p /S u b c o m m it te e  o n  Q u a l 
ity 12 h a s  f o c u s e d  c o n c u r r e n t ly  o n  h o w  to  im p ro v e  q u a l i ty  m e a s u r e m e n t  a n d  th e  
d a ta  s o u rc e s  a n d  te c h n o lo g ie s  th a t  c a n  f a c i l i t a te  it.

I n  2 0 0 4 , th e  W o rk g r o u p  r e p o r t e d  o n  th e  f in d in g s  f r o m  a  m u l t i - y e a r  s e r ie s  o f  
d is c u s s io n s  w i t h  e x p e r t s  a b o u t  h o w  to  im p ro v e  th e  m e a s u r e m e n t  o f  h e a l th  c a re  
q u a li ty . I n  th e  2 0 0 4  r e p o r t ,  th e  C o m m i t te e  id e n t i f ie d  23  c a n d id a te  r e c o m m e n 
d a tio n s . I t  la t e r  e le v a te d  o n e  o f  th e m  a n d  r e c o m m e n d e d  to  th e  S e c r e ta r y  th a t  
a l l  in p a t i e n t  c l a im s  t r a n s a c t io n s  in c lu d e  a  d ia g n o s is  in d ic a to r  to  f la g  d ia g n o s e s  
p r e s e n t  o n  a d m is s io n  to  th e  h o s p i ta l . T h e  r e c o m m e n d a t io n  w a s  a d o p te d  b y  th e  
N a t io n a l  U n i f o r m  B i l l in g  C o m m it te e  f o r  in c lu s io n  in  th e  U B - 0 4 .  C o n g re s s  la te r  
p a s s e d  le g i s la t io n  r e q u i r in g  C M S  to  id e n t i f y  c o n d i t io n s  th a t  w o u ld  o n ly  q u a l i f y  
f o r  a n  in c r e a s e d  D R G  p a y m e n t  i f  p r e s e n t  o n  a d m is s io n ,  th e r e b y  l im i t i n g  p a y m e n t  
f o r  h o s p i ta l - a c q u i r e d  in fe c t io n s .  N C V H S  h a d  f i r s t  r e c o m m e n d e d  th e  in c lu s io n  o f  
a  p r e s e n t  o n  a d m is s io n  in d ic a to r  i n  h o s p i ta l  d a ta  i n  1 9 9 2 — a  f a c t  th a t  i l lu s t r a te s  
th e  o f t e n  s lo w  ra te  o f  c h a n g e  i n  h e a l th  in f o r m a t io n  p o lic y .

F o l lo w in g  th e  le n g th y  p r o je c t  th a t  c o n c lu d e d  in  2 0 0 4 , th e  Q u a l i ty  W o rk g ro u p  
b e g a n  to  s tu d y  th e  ro le  o f  p e r f o r m a n c e  m e a s u r e m e n t  a n d  p u b l ic  r e p o r t in g  i n  
im p r o v in g  th e  q u a l i ty  o f  c a re  a n d  h o w  E H R s  c o u ld  f a c i l i t a te  a n d  e n h a n c e  d a ta  
c o l le c t io n . I n  tw o  2 0 0 5  h e a r in g s ,  i t  b e c a m e  c le a r  th a t  p e r f o r m a n c e  m e a s u r e m e n t  
a n d  E H R  d e v e lo p m e n t  w e r e  h a p p e n in g  i n  p a r a l l e l ,  w i th o u t  in te g r a t io n .  W h ile  
m o s t  q u a l i ty  d a ta  w e r e  d e r iv e d  f r o m  a d m in is t r a t i v e  d a ta ,  th e  W o rk g r o u p  s a w  th a t  
th e  u t i l i ty  a n d  c l in ic a l  s p e c if ic i ty  o f  th e  d a ta  c o u ld  b e  e n h a n c e d  w i t h  th e  a d d i t i o n  
o f  e le c tro n ic a l ly  c a p tu r e d  d a ta  e le m e n ts — c r e a t in g  s o - c a l le d  “ h y b r id ” d a ta . T h e  
W o rk g r o u p  a ls o  c o n c lu d e d  th a t  f o r  t h e  fo re s e e a b le  f u tu r e ,  E H R s  a lo n e  w o u ld  n o t  
b e  s u f f ic ie n t  f o r  m o n i to r in g  a n d  im p r o v in g  h e a l th  c a re  q u a li ty ,  f u r t h e r  d e m o n 
s t r a t in g  th e  n e e d  f o r  a n  in te r im  h y b r id  m o d e l. A  k e y  c o n c e r n  o f  th e  W o rk g r o u p  
w a s  th a t  E H R  s y s te m s  w o u ld  b e  b u i l t  w i th o u t  c o n s id e r a t io n  f o r  h o w  to  c a p tu r e  
th e  d a ta  e le m e n ts  n e e d e d  f o r  p e r f o r m a n c e  m e a s u re m e n t .  F iv e  y e a r s  la te r , th e  
H I T E C H  “ m e a n in g f u l  u s e ” p ro v is io n s  a r e  a n  a t te m p t  to  a d d r e s s  th i s  c o n c e rn .

12 The Workgroup became an NCVHS Subcommittee in 2008. 
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T h e  Q u a l i ty  W o rk g r o u p  o r g a n iz e d  a  h e a r in g  i n  J u n e  2 0 0 7  to  s tu d y  th e  s ta te  
o f  q u a l i ty  m e a s u r e m e n t  a n d  r e p o r t in g  i n  h o s p i ta l  c a re . T h e  h e a r in g  r e s u l t e d  in  a  
J a n u a r y  2 0 0 8  s ta tu s  r e p o r t  f o r  th e  S e c re ta r y , A H R Q , th e  S ta te s ,  h e a l th  r e p o r t in g  
a g e n c ie s ,  a n d  o th e rs .  T h e n  i n  M a y  2 0 0 8 , th e  Q u a l i ty  a n d  P o p u la t io n  S u b c o m 
m it te e s  jo in t ly  c o n v e n e d  a  h e a r in g  o n  th e  e m e r g in g  m o d e l  o f  c a re  d e l iv e ry  i n  th e  
P a t ie n t - C e n te r e d  M e d ic a l  H o m e . T h is  h e a r in g  u n d e r s c o r e d  th e  im p o r ta n c e  o f  
c o o r d in a t i o n  o f  c a re , w h ic h  is  g re a t ly  f a c i l i t a t e d  b y  E H R s  a n d  h e a l th  in f o r m a t io n  
e x c h a n g e .

T h e  th e m e s  o f  t r a n s i t io n in g  to  E H R s  a n d  s im p l i f y in g  th e  q u a l i ty  m e a s u r e m e n t  
p r o c e s s  c a m e  to g e th e r  i n  th e  Q u a l i ty  S u b c o m m it te e ’s f in a l  p r o je c t  o f  2 0 0 9 , o n  
m e a n in g f u l  m e a s u re m e n t .  A s  n o te d , H I T E C H  p ro v is io n s  a r e  d e s ig n e d  to  in c e n -  
t i v i z e  E H R  a d o p t io n  a n d  h a r n e s s  te c h n o lo g y  f o r  b e t t e r  h e a l th  c a re  q u a li ty . O n e  
c r i t e r io n  is  th e  u s e  o f  E H R s  to  s u p p o r t  c l in ic a l  q u a l i ty  m e a s u re s .  T h e  S u b c o m 
m it te e  w a s  c o n c e r n e d  th a t  i n  h e a l th  c a re ,  e a s e  o f  m e a s u r e m e n t  to o  o f te n  ta k e s  
p re c e d e n c e  o v e r  m e a s u r in g  w h a t  m a t te r s .  I t  h e ld  a  h e a r in g  in  O c to b e r ,  2 0 0 9 , to  
d is c u s s  th e  p r o c e s s  f o r  d e v e lo p in g  a n d  u p d a t in g  m e a n in g f u l  m e a s u r e s  a n d  to  
c o n s id e r  h o w  n e w  d a ta  s o u rc e s  c o u ld  b e  in t r o d u c e d  in to  th a t  p ro c e s s .  W h ile  
th e  te s t im o n y  o f  16 e x p e r t s  d e p ic te d  a  la n d s c a p e  in te n t ly  f o c u s e d  o n  q u a li ty ,  th e  
S u b c o m m it te e  w a s  p a r t ic u la r ly  s t r u c k  b y  w h a t  i t  d id  n o t  s e e — c o o r d in a t io n  a n d  
s t r a te g ic  v is io n . I n s te a d ,  s e p a ra te  m e a s u r e  d e v e lo p m e n t  a c t iv i t ie s  a r e  p r o d u c in g  
w h a t  o n e  p r e s e n te r  c a l l e d  “ a  c a c o p h o n y  o f  h u n d r e d s  a n d  h u n d r e d s  o f  m e a s u r e s ,” 
u n c o n n e c t e d  to  n a t io n a l  g o a ls  f o r  h e a l th  c a r e  im p ro v e m e n t.

T h e  h e a r in g  d is c u s s io n s  s h a p e d  a  v i s i o n  f o r  q u a l i ty  d a ta  c o l l e c t io n  e m b e d 
d e d  i n  th e  h e a l th  c a r e  p ro c e s s ,  in s p i r in g  a n d  h e lp in g  p h y s ic ia n s  to  im p ro v e , a n d  
s u p p o r t in g  h e a l th  c a re  d e c is io n s  w i t h  r a p id  f e e d b a c k  m e c h a n is m s .  T o  b r in g  th is  
a b o u t ,  N C V H S  m e m b e r s  t a lk e d  w i t h  th e  p r e s e n te r s  a b o u t  th e  n e e d  f o r  s e v e ra l  
c r i t i c a l  e le m e n ts :  a  n a t io n a l  p o l ic y  f r a m e w o r k  a n d  s tra te g y , a n  o v e r a r c h in g  a r c h i 
te c tu r e ,  a  l i b r a r y  o f  s p e c if ic a t io n s  f o r  e s s e n t ia l  E H R  d a ta  e le m e n ts  th a t  c a n  b e  th e  
b u i ld in g  b lo c k s  f o r  q u a l i ty  a n d  p e r f o r m a n c e  m e a s u re s ,  a n d  a  n e w  a c c o u n ta b i l i ty  
a n d  g o v e r n a n c e  f r a m e w o r k  to  f a c i l i t a te  n e e d e d  b r e a k th r o u g h s  in  q u a l i ty  m e a s u r e 
m e n t  a n d  im p ro v e m e n t .  O n  th e  b a s is  o f  th e s e  f in d in g s , N C V H S  s e n t  a  l e t t e r  to  th e  
S e c r e ta r y  i n  N o v e m b e r  w i t h  r e c o m m e n d a t io n s  f o r  m o v in g  th e  p r o c e s s  fo rw a rd .
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D a ta  s te w a rd s h ip  e m e r g e d  a s  a  u n i f y in g  th e m e  f o r  N C V H S  in  th e  l a t t e r  p a r t  

o f  th e  d e c a d e . I n  m id -2 0 0 7 , D r. R o b  K o lo d n e r ,  t h e n  th e  N a t io n a l  C o o r d in a to r  f o r  
H e a l th  I n f o r m a t io n  T e c h n o lo g y , a s k e d  N C V H S  to  d e v e lo p  a c t io n a b le  r e c o m m e n 
d a t io n s  o n  a  h ig h - le v e l  f r a m e w o r k  f o r  th e  u s e s  o f  c l in ic a l  d a ta  f o r  a c t iv i t ie s  s u c h  
a s  re s e a r c h ,  p o p u la t io n  h e a l th  s u rv e i l l a n c e ,  a n d  q u a l i ty  m e a s u r e m e n t  a n d  r e p o r t 
in g . T h i s  N C V H S  p r o je c t  r e f in e d  a  re la t iv e ly  n e w , in te g r a te d  a p p r o a c h  t h a t  th e  
C o m m it te e  h a s  u s e d  w i t h  in c r e a s in g  f r e q u e n c y . I t  c u ts  a c ro s s  th e  t r a d i t i o n a l  S u b 
c o m m it te e  d o m a in s  to  d r a w  u p o n  th e  f u l l  s p e c t r u m  o f  N C V H S  e x p e r t i s e  i n  s t a n 
d a rd s ,  p r iv a c y , p o p u la t io n  h e a l th , a n d  q u a li ty . T h e  C o m m it te e  s e n t  i t s  f in d in g s  
a n d  r e c o m m e n d a t io n s  to  th e  S e c r e ta r y  i n  a  D e c e m b e r  2 0 0 7  R e p o r t ,  “ E n h a n c e d  
P r o te c t io n s  f o r  U s e s  o f  H e a l th  D a ta :  A  S te w a rd s h ip  F r a m e w o r k .” A  s u m m a r y  fo r  
p o l ic y  m a k e r s  w a s  r e le a s e d  a  fe w  m o n th s  la te r  (A p r i l  2 0 0 8 ) .

T h e  p r in c ip le s  a n d  p r a c t i c e s  o f  h e a l th  d a ta  s te w a r d s h ip  a r e  d e s ig n e d  to  e n 
a b le  s o c ie ty  to  b e n e f i t  f r o m  u s in g  p e r s o n a l  h e a l th  in f o r m a t io n  to  im p ro v e  u n d e r 
s ta n d in g  o f  h e a l th  a n d  h e a l th  c a re  w h i le  a t  th e  s a m e  t im e  r e s p e c t in g  in d iv id u a ls ’ 
p r iv a c y  a n d  c o n f id e n tia l i ty .  B e c a u s e  th e  c o n c e p t  o f  h e a l th  d a ta  s te w a rd s h ip  is  so  
c r i t i c a l  a n d  y e t  n o t  w id e ly  u n d e r s to o d ,  N C V H S  w e n t  o n  to  d e v e lo p  a  P r im e r  o n  
H e a l th  D a t a  S te w a rd s h ip  (S e p te m b e r ,  2 0 0 9 ) . T h e  P r im e r  is  in te n d e d  f o r  a n y o n e  
w h o  c o l le c ts ,  v ie w s ,  s to re s , e x c h a n g e s , a g g re g a te s ,  a n a ly z e s ,  a n d /o r  u s e s  e l e c 
t r o n ic  h e a l th  d a ta  a n d  th u s  s h o u ld  p r a c t i c e  d a ta  s te w a rd s h ip . T h i s  in c lu d e s  h e a l th  
c a re  o rg a n iz a t io n s ,  c l in ic ia n s ,  p a y e rs ,  in f o r m a t io n  e x c h a n g e s , v e n d o r s ,  th e  q u a l i ty  
im p ro v e m e n t  c o m m u n i ty ,  h e a l th  s ta t i s t ic s  a g e n c ie s ,  r e s e a r c h e r s ,  a n d  c a re g iv e r s  
a s  w e l l  a s  p a t i e n ts /c o n s u m e r s  a n d  p e r s o n s  t r a in in g  f o r  h e a l th  a n d  in f o r m a t io n  
p ro fe s s io n s . T h e  P r im e r  e x p la in s  d a ta  s te w a rd s h ip  a s  th e  r e s p o n s ib i l i ty  to  e n s u r e  
k n o w le d g e a b le  a n d  a p p r o p r ia te  u s e  o f  d a ta  d e r iv e d  f r o m  in d iv id u a ls ’ p e r s o n a l  
h e a l th  in fo rm a t io n ,  g u id e d  b y  a  s e t  o f  p r in c ip le s  a n d  p r a c t i c e s  th a t  i t  o u t l in e s .  A  
c e n t r a l  c o n c e p t  is  a c c o u n ta b i l i ty ,  w h ic h  re s id e s  i n  a  n a m e d  D a t a  S te w a rd  w h o  h a s  
f o r m a l  r e s p o n s ib i l i ty  f o r  a s s u r in g  a p p r o p r ia te  u s e  o f  h e a l th  d a ta  a n d  is  l ia b le  fo r  
in a p p r o p r ia te  u se .

Sixty Years o f  Making a Difference 39



Improving the Health Statistics Enterprise and Information 
for Population Health

T h e  S u b c o m m it te e  o n  P o p u la t io n  H e a l th  le a d s  th e  N C V H S  e n d e a v o r  to  c r e a te  a  
s t r o n g  in f o r m a t io n  p la t f o r m  f o r  a s s e s s in g  a n d  im p r o v in g  th e  h e a l th  o f  a l l  A m e r i 
c a n s . T h e  S u b c o m m it te e  h a s  s tu d ie d  a n d  g e n e r a te d  r e c o m m e n d a t io n s  o n  im p ro v 
in g  d a ta  o n  f u n c t io n a l  s ta tu s , r a c e  a n d  e th n ic i ty ,  la n g u a g e ,  a n d  s o c io -e c o n o m ic  
f a c to r s  i n  c l in ic a l  re c o rd s  a n d  s u rv e y  d a ta .  I t  a l s o  h a s  b e e n  a  c o n s i s te n t  v o ic e , 
w i t h  th e  N C H S  B o a r d  o f  S c ie n tif ic  C o u n s e lo r s ,  f o r  th e  n e e d  to  p r e s e r v e  a  s t ro n g  
n a t io n a l  h e a l th  s ta t is t ic s  e n te rp r is e .  T h e  n a t i o n ’s f a i lu r e  e v e n  to  r e d u c e  h e a l th  d i s 
p a r i t ie s  i n  th e  p a s t  d e c a d e ,  d e s p i te  a  f a i r ly  c o n c e r te d  e f f o r t  to  d o  so , lo o m s  la rg e  
a m o n g  N C V H S  p r io r i t ie s  a lo n g  w i t h  t h e  n e e d  to  a c t iv e ly  m o n i to r  th i s  is s u e . I n  i ts  
l a te s t  d e c a d e , th e  S u b c o m m it te e  a u th o r e d  a  n u m b e r  o f  m a jo r  N C V H S  r e p o r t s  o r  
l e t te r s  a n d  r e c o m m e n d a t io n s ,  e a c h  th e  r e s u l t  o f  e x te n s iv e  in v e s t ig a t io n , c o n s u l ta 
t io n , a n d  d e l i b e r a t io n  b y  th e  S u b c o m m it te e  a n d  th e  f u l l  C o m m it te e .

T h e  2 0 0 1  N C V H S  r e p o r t  o n  th e  c o l
le c t io n  o f  f u n c t io n a l  s ta tu s  d a ta  b u i l t  o n  
th e  C o m m i t te e ’s 1 99 6  re c o m m e n d a t io n s  
o n  c o m m o n  c o re  d a ta  e le m e n ts  f o r  h e a l th  
c a re  e n r o l lm e n t  a n d  e n c o u n te r s .  T h e  1 996  
r e p o r t  h a d  r e c o m m e n d e d  4 2  d a ta  e le m e n ts  
f o r  s t a n d a r d iz a t io n  a n d  c a l l e d  a t te n t io n  
to  s ix  p r io r i ty  e le m e n ts  i n  n e e d  o f  f u r t h e r  
s tu d y . F u n c t io n a l  s ta tu s  w a s  o n e  o f  th e  s ix . 
F u n c t io n a l  s ta tu s  in f o r m a t io n  is  im p o r ta n t  
i n  c l in ic a l  c a re ,  p u b lic  h e a l th  p ra c t ic e ,  
p o lic y , a n d  a d m in i s t r a t i o n  b e c a u s e  it  
e n a b le s  u n d e r s ta n d in g  a c ro s s  th e  l i f e s p a n  
o f  th e  e f f e c ts  o f  p e o p le ’s h e a l th  c o n d i t io n s  
o n  t h e i r  a b i l i ty  to  d o  b a s ic  a c t iv i t ie s  a n d  
p a r t ic ip a te  i n  l i f e  s i tu a t io n s .  T h e  S u b c o m 

m it te e  fo c u s e d  o n  th e  n e e d  f o r  a n  e f f e c t iv e  w a y  to  in c o r p o r a te  th i s  in f o r m a t io n  
in to  s ta n d a r d iz e d  r e c o rd s .  A f t e r  18 m o n th s  o f  s tu d y , i t  c o n c lu d e d  th a t  th e  I n te r n a 
t i o n a l  C la s s i f ic a t io n  o f  F u n c t io n in g ,  D is a b i l i ty  a n d  H e a l th  ( I C F )  is  th e  o n ly  v ia b le  
c a n d id a te  f o r  a  c o d e  s e t  f o r  c l a s s i f y in g  f u n c t io n a l  s ta tu s  i n  c l in ic a l  a n d  a d m in i s 
tr a t iv e  r e c o rd s .  T h e  2 0 0 1  N C V H S  r e p o r t  r e c o m m e n d e d  a  m u l t i - y e a r  p r o c e s s  to  
b r in g  a b o u t  a g r e e m e n t  o n  th e  im p o r ta n c e  o f  c o l l e c t in g  th e  in fo r m a t io n ,  fo l lo w e d  
b y  s e le c t io n  a n d  t e s t in g  o f  a  c o d e  s e t  f o r  th i s  p u r p o s e .  I t  e n c o u r a g e d  H H S  to  ta k e  
th e  le a d  i n  th e s e  a c t iv i t ie s .  N C V H S  d is s e m in a te d  i t s  f u n c t io n a l  s ta tu s  r e p o r t  
w id e ly  n a t io n a l ly  a n d  in te rn a t io n a l ly .  I n  r e s p o n s e  to  i t s  r e c o m m e n d a t io n s ,  C M S  
d e v o te d  a n  is s u e  o f  H e a l th  C a r e  F in a n c in g  R e v ie w  i n  2 0 0 3  to  a r t ic le s  o n  c a p tu r 
in g  f u n c t io n a l  s ta tu s  i n  a d m in is t r a t i v e  r e c o rd s  f o r  p a y m e n t  a n d  q u a l i ty  p u r p o s e s .

I f  w e  ’re  c o lle c t in g  in fo rm a tio n  
a b o u t  h ea lth , w e  n e e d  to  
d e fin e  w h a t  i t  i s  w e  ’re  tr y in g  
to  a cc o m p lish .... You c a n ’t  
ta lk  a b o u t  h e a lth  w ith o u t  
ta lk in g  a b o u t  e d u c a tio n  a n d  
p o v e r ty  a n d  a ll o f  th o se  k in d s  
o f  th in g s  a s  w e ll. S o  w h e n  
y o u  ’r e  s tu d y in g  h ea lth , w h a t  
is  i t  th a t  y o u ’re  s tu d y in g ?

— R o n  B la n k e n b a k e r
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A s  n o te d , th e  n e e d  to  im p ro v e  d a ta  o n  ra c e , e th n ic i ty ,  a n d  la n g u a g e  h a s  b e e n  
a n  a b id in g  N C V H S  f o c u s  b e c a u s e  i t  is  im p o s s ib le  to  u n d e r s ta n d  h e a l th  d i s p a r i 
t ie s ,  m u c h  le s s  w o r k  to  e l im in a te  th e m , w i th o u t  c o m p le te  a n d  a c c u r a te  d a ta  o n  th e  
d i f f e r e n c e s  i n  h e a l th  s ta tu s ,  a c c e s s  to  c a re ,  a n d  s e rv ic e s  a m o n g  s p e c if ic  s u b - p o p 
u la t io n  g ro u p s  i n  th e  U .S . N C V H S  a p p ro v e d  a  r e p o r t  a n d  r e c o m m e n d a t io n s  o n  
im p r o v in g  th e s e  d a ta  i n  la te  2 0 0 5 . T h e  r e p o r t  w a s  th e  c u lm in a t io n  o f  th r e e  y e a r s  
o f  w o r k  b y  th e  P o p u la t io n s  S u b c o m m it te e ,  w h ic h  h o s te d  s ix  h e a r in g s  a r o u n d  th e  
U .S . to  g a th e r  in f o r m a t io n  f r o m  e x p e r t s  a n d  d a ta  u s e r s  a n d  s tu d ie d  r e c e n t  l a n d 
m a r k  r e p o r t s  d r a w in g  a t t e n t io n  to  h e a l th  d is p a r i t ie s .  T h e  r e p o r t  w a s  s t r u c tu r e d  
a r o u n d  tw o  la rg e  r e c o m m e n d a t io n s ,  w i t h  p r o p o s e d  s t r a te g ie s  a n d  a c t io n s  fo r  
c a r r y i n g  t h e m  o u t. T h e  f i r s t  r e c o m m e n d a t io n ,  to  e n h a n c e  th e  q u a li ty ,  re l ia b i l i ty ,  
a n d  c o m p le te n e s s  o f  d a ta  c o l l e c t io n  a n d  in te g r a t io n ,  c a m e  w i th  f o u r  s tra te g ie s .
T h e  s e c o n d , to  in c r e a s e  th e  h e a l th  s ta t is t ic s  i n f r a s t r u c t u r e ’ c a p a c i ty  to  c o lle c t ,  
in te g r a te ,  a n a ly z e , r e p o r t ,  a n d  d is s e m in a te  d a ta ,  in c lu d e d  f iv e  s tr a te g ie s .  N C V H S  
d i s t r ib u te d  th e  r e p o r t  w id e ly  w i t h in  th e  f e d e r a l  g o v e r n m e n t  a n d  to  in te r e s te d  
o r g a n iz a t io n s ,  r e s e a r c h e r s ,  a n d  a d v o c a te s .  S ig n if ic a n tly , i t s  r e c o m m e n d a t io n  th a t  
p r im a r y  la n g u a g e  b e  c o l l e c te d  i n  a d d i t i o n  to  r a c e  a n d  e th n ic i ty  is  n o w  a  r e q u i r e 
m e n t  u n d e r  m e a n in g f u l  u se .

N C V H S  e n te r e d  its  s ix th  d e c a d e  a l r e a d y  h a r d  a t  w o r k  o n  a  v i s io n  f o r  h e a l th  
s ta t is t ic s  f o r  th e  2 1 s t c e n tu r y . D r. E d  S o n d ik , D i r e c t o r  o f  th e  N a t io n a l  C e n te r  fo r  
H e a l th  S ta t is t ic s  (N C H S ) , h a d  a s k e d  th e  C o m m it te e  to  d e v e lo p  a  v i s io n  f o r  t r a n s 
f o r m in g  th e  h e a l th  s ta t is t ic s  e n te r p r is e  so  i t  c o u ld  m o re  f u l ly  s e rv e  p o p u la t io n  
h e a l th  n e e d s . T h e  p ro je c t ,  w h ic h  p a r a l l e le d  th e  v is io n in g  f o r  th e  n a t io n a l  h e a l th  
in f o r m a t io n  i n f r a s t r u c tu r e ,  in v o lv e d  a  c o l l a b o r a t io n  a m o n g  N C V H S  ( le d  b y  its  
W o rk g r o u p  o n  2 1 s t C e n tu r y  H e a l th  S ta t is t ic s ) , th e  D a ta  C o u n c i l ,  a n d  N C H S  s ta f f  
m e m b e r s .  A f t e r  a  s e r ie s  o f  h e a r in g s  a n d  c o n s u l ta t io n s ,  th e  C o m m it te e  c r e a te d  a  
s t i l l - in f lu e n t ia l  m o d e l  o f  th e  in f lu e n c e s  o n  h e a l th , id e n t i f ie d  t e n  g u id in g  p r in c ip le s  
f o r  h e a l th  s ta t is t ic s ,  a n d  d e v e lo p e d  a n  a n a ly s is  a n d  s e t  o f  r e c o m m e n d a t io n s  f o r  
2 1 s t c e n tu r y  h e a l th  s ta t is t ic s .  N C V H S  p r e s e n te d  a n  e a r ly  v e r s io n  o f  th e  r e p o r t  a t  
i t s  5 0 th  a n n iv e r s a r y  c e le b r a t io n  i n  m id -2 0 0 0 .

T h e  f in a l  r e p o r t ,  S h a p in g  a  H e a l th  S ta t is t ic s  V is io n  f o r  th e  2 1 s t C e n tu ry , w a s  
p u b l i s h e d  i n  2 0 0 2 . I n  i t , th e  N a t io n a l  C o m m it te e  p r io r i t i z e d  th e  c r e a t io n  o f  a n  i n 
t e g r a t in g  a n d  c o o r d in a t in g  h u b  f o r  th e  h e a l th  s ta t is t ic s  e n te r p r is e  a n d  r e c o m m e n d 
e d  f o u r  d e p a r tm e n ta l  a c t io n s  to  a c c o m p l is h  th i s  p r io r i ty ,  a lo n g  w i t h  o th e r  a c t io n s .  
T h e  f i r s t  o f  th e s e  a c t io n s , f o r m a t io n  o f  a  s t r o n g  B o a r d  o f  S c ie n tif ic  C o u n s e lo r s  fo r  
N C H S , to o k  p la c e  i n  2 0 0 4 .13 T h e r e  h a s  b e e n  n o  a c t i o n  o n  th e  o th e r  r e c o m m e n d a 
t io n s ,  h o w e v e r— th a t  is , c r e a t io n  o f  a  n a t io n a l  h e a l th  s ta t is t ic s  p la n n in g  b o a r d ,  
c o n s o l id a t io n  o f  r e s p o n s ib i l i ty  a t  th e  s ta te  le v e l, a n d  n e w  g ra d u a te - l e v e l  a n d  in 
s e r v ic e  t r a in in g  p r o g r a m s  o n  a l l  e l e m e n ts  o f  th e  h e a l th  s ta t is t ic s  cy c le .

13 Because of other duties, NCVHS was unable to devote the time needed to in-depth review of 
NCHS data systems, which both NCHS and CDC Directors supported.
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T h e  S u b c o m m it te e  n e x t  e x p lo re d  th e  
o p p o r tu n i t ie s  to  l i n k  h e a l th - r e la te d  d a ta  
s e ts  i n  o r d e r  to  m a x im iz e  p u b lic  v a lu e  
f r o m  t h e  la rg e  in v e s tm e n ts  i n  th e s e  d a ta ,  
u s in g  th e  f r a m e w o r k  i t  d e v e lo p e d  i n  its  
v i s io n  f o r  2 1 s t c e n tu r y  h e a l th  s ta t is t ic s .
T h e  a b i l i ty  to  u n d e r s ta n d  c o m p le x  h e a l th  
a n d  h e a l th  c a re  is s u e s  c a n  b e  g re a t ly  a id e d  
b y  l i n k in g  d a ta  f r o m  m u lt ip le  s o u rc e s ,  
in c lu d in g  h e a l th  d a ta ,  e n v i r o n m e n ta l  
e x p o s u r e s ,  s o c io 
e c o n o m ic  s ta tu s ,  a n d  o th e r  f a c to r s  th a t  
in f lu e n c e  h e a l th .  T h e  S u b c o m m it te e  h e ld  
a  w o r k s h o p  o n  d a ta  l i n k a g e s  to  im p ro v e  
h e a l th  o u tc o m e s  i n  S e p te m b e r , 2 0 0 6 , to  
s t im u la te  in te r e s t  a n d  id e n t i f y  b e s t  p r a c 
t i c e s  i n  u s in g  l i n k a g e s  to  im p ro v e  k n o w l
e d g e  o f  h e a l th  o u tc o m e s  f o r  th e  p o p u la t io n  
a n d  v a r io u s  s u b -p o p u la t io n s .  N C V H S  a ls o  

s o u g h t  to  a s s i s t  H H S  a g e n c ie s  i n  m e e t in g  t h e i r  r e s p o n s ib i l i t ie s  f o r  p e r f o r m a n c e  
m e a s u r e m e n t  b y  p r o v id in g  m o re  c o m p re h e n s iv e  in f o r m a t io n  o n  th e  s ta tu s  o f  
p e r s o n s  p a r t i c ip a t in g  i n  g o v e r n m e n t  p r o g r a m s .  T h e  S u b c o m m it te e  ta lk e d  w i t h  e x 
p e r t s  f r o m  th e  D e p a r tm e n t  a n d  th e  C e n s u s  B u r e a u  a b o u t  h o w  to  m a k e  l i n k e d  d a ta  
m o re  a v a i la b le  i n  a  w a y  th a t  p r o te c ts  p r iv a c y . T h e  r e s u l t in g  r e c o m m e n d a t io n s  f o 
c u s e d  p a r t ic u la r ly  o n  s t r e n g th e n in g  th e  ro le  a n d  e f f ic ie n c y  o f  f e d e r a l  d a ta  c e n te r s .  
T h e  C o m m i t te e ’s J u n e , 2 0 0 7  l e t t e r  to  th e  S e c r e ta r y  r e c o m m e n d e d  s t r e a m l in in g  
th e  p r o je c t  a p p ro v a l  p r o c e s s  a n d  a d d in g  s ta f f ;  H H S  s p o n s o r s h ip  o f  r e s e a r c h  d a ta  
c e n te r s ;  th e  u s e  o f  re m o te  a c c e s s  te c h n o lo g ie s ;  a n d  s ta n d a r d iz in g  d a ta  l in k a g e  
a n d  s h a r in g  a g r e e m e n ts  to  f a c i l i t a te  d a ta  s h a r in g  a m o n g  H H S  a g e n c ie s  a n d  o th e r  
g o v e r n m e n t  a g e n c ie s .

A s  i t  d id  f o r  i ts  5 0 th , N C V H S  is  m a r k in g  th e  o c c a s io n  o f  i t s  6 0 th  a n n iv e r s a r y  
b y  f o c u s in g  m o re  o n  i t s  v i s io n  f o r  th e  f u tu r e  t h a n  o n  its  d i s t in g u is h e d  p a s t .  T h e  
C o m m it te e  h a d  a g a in  t u r n e d  its  a t te n t io n  to  th e  h e a l th  s ta t is t ic s  v i s io n  i n  2 0 0 9 , 
m o v e d  b y  g r o w in g  c o n c e r n s  a b o u t  p o p u la t io n  h e a l th  a n d  h e a l th  d is p a r i t ie s ,  
w o r r y  a b o u t  th e  s ta b i l i ty  o f  f u n d i n g  f o r  v i t a l  s ta t is t ic s  a n d  s u rv e y s , a w a re n e s s  
o f  th e  s c a n t  p r o g r e s s  o n  th e  o r ig in a l  r e c o m m e n d a t io n s ,  a n d  a  n e e d  to  u p d a te  th e  
a n a ly s is  a n d  v i s i o n  to  a c c o m m o d a te  n e w  d e v e lo p m e n ts  i n  in f o r m a t io n  t e c h n o l 
o g y . N C V H S  c o m m is s io n e d  tw o  o f  th e  o r ig in a l  a u th o r s  to  in te r v ie w  s ta k e h o ld e r s  
a b o u t  t h e i r  p r io r i t ie s  f o r  2 1 s t c e n tu r y  h e a l th  s ta t is t ic s  a n d  to  h e lp  th e  C o m m it
te e  c o n s o l id a te  a n d  u p d a te  i t s  r e c o m m e n d a t io n s .  T h e  c o n s u l ta n ts  w o r k e d  w i th  
N C V H S  to  p r io r i t iz e  th e  o r ig in a l  r e c o m m e n d a t io n s ,  a n d  th e n  f o c u s e d  o n  th o s e  
p r io r i t ie s  i n  in te r v ie w s  w i t h  k e y  in fo rm a n ts .

You kn o w , w e  c o u ld  r e fo rm  
a n  a w fu l  lo t  o f  h e a lth  ca re  
a n d  n o t  c h a n g e  th e  h e a lth  
o f  th e  p u b l ic  a t  a ll— a n d  I  
th in k  th e r e ’s  a  g o o d  c h a n c e  
th a t  w il l  h a p p e n .  ... I f  w e  
w a n t to  im p ro v e  th e  h e a lth  
o f  th e  p u b l ic  o f  th e  U n ited  
S ta te s , w e ’ve  g o t  to  th in k  
m u c h  m o re  b r o a d ly  th a n  is  
c u r r e n t ly  b e in g  th o u g h t o f  
a s  h e a lth  c a re  re fo rm . T h e  
C o m m itte e  o u g h t  to  p la y  
a n  im p o r ta n t  p a r t  in  tha t.

— R o n  B la n k e n b a k e r
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T h e y  c o n c lu d e d  b y  o f f e r in g  th r e e  b r o a d  r e c o m m e n d a t io n s ,  d r a w n  f r o m  th e  
o r ig in a l  v is io n ,  w h ic h  h a d  e m e r g e d  f r o m  t h e i r  r e v ie w  a n d  w h ic h  v a l id a te d  th e  k e y  
p r in c ip le s  o f  th e  o r ig in a l  r e p o r t  a s  “ e s s e n t ia l  f r a m e w o r k s .” 14

L o o k in g  a h e a d  to  th e  c o m in g  d e c a d e , th e  C o m m i t te e  r e c o g n iz e d  th e  im p o r 
ta n c e  o f  g o in g  b e y o n d  th e  t r a d i t i o n a l  fo c u s  o n  h e a l th  s ta t i s t ic s  to  a d d r e s s  th e  
b r o a d  is s u e s  in v o lv e d  i n  m e e t in g  th e  in f o r m a t io n  n e e d s  th a t  u n d e r g i r d  b o t h  p o p u 
la t io n  h e a l th  a n d  h e a l th  c a re .

Advising on Privacy, Confidentiality, and Security
N C V H S  b e g a n  r a i s in g  c o n c e r n s  a b o u t  r e s p e c t  f o r  th e  p r iv a c y  a n d  c o n f id e n t i 

a l i ty  o f  p e r s o n a l  h e a l th  in f o r m a t io n  lo n g  b e fo re  H IP A A . W h e n  H IP A A  m a d e  it  
r e s p o n s ib le  f o r  a d v is in g  o n  p r iv a c y , th e  C o m m it te e  c r e a te d  th e  S u b c o m m it te e  o n  
P r iv a c y  a n d  C o n f id e n t ia l i ty .15 T h is  S u b c o m m it te e  h e lp s  m a in t a in  th e  n e c e s s a r y  
te n s io n  i n  a w a re n e s s  o f  th e  b e n e f i ts  a n d  th e  r i s k s  o f  m u lt ip le  u s e s  o f  p e r s o n a l  
h e a l th  in f o r m a t io n — b o t h  o f  w h ic h  a r e  h e ig h te n e d  b y  h e a l th  in f o r m a t io n  t e c h n o l 
o g y . I t  a l s o  le a d s  th e  C o m m i t te e ’s w o r k  to  k e e p  p r iv a c y  p r o te c t io n s  a p a c e  w i th  
in f o r m a t io n  te c h n o lo g y  a n d  s ta n d a r d iz a t io n  a s  th e y  e v o lv e , a s  w e l l  a s  to  e n a b le  
th e  a p p r o p r ia te  u s e  o f  d a ta  f o r  p o p u la t io n  h e a lth .

T h e  P r iv a c y  S u b c o m m it te e  s ta y e d  b u s y  f o r  m a n y  y e a r s  h e lp in g  th e  D e p a r t 
m e n t  d e v e lo p  a n d  re f in e  th e  H IP A A  P r iv a c y  R u le  a n d  p u t  e n f o r c e m e n ts  i n  p la c e . 
I n  F e b r u a r y  2 0 0 0 , N C V H S  s e n t  th e  S e c r e ta r y  th e  f i r s t  o f  14 le t te r s  o n  th e  P r iv a c y  
R u le ,  a l l  d e v e lo p e d  a n d  a u th o r e d  b y  th e  S u b c o m m it te e  o n  P r iv a c y  a n d  C o n f id e n t i 
a l i ty  o n  th e  b a s is  o f  e x te n s iv e  s tu d y  a n d  c o n s u l ta t io n .  T h e  f in a l  P r iv a c y  R u le  w a s  
r e le a s e d  i n  A u g u s t  2 0 0 2  a n d  to o k  e f f e c t  f o r  m o s t  p r o v id e r s  i n  A p r i l  2 0 0 3 . I t  w a s  
g e n e ra l ly  c o n s i s te n t  w i t h  N C V H S  re c o m m e n d a t io n s .  In i t ia l ly ,  th e  S u b c o m m it te e  
a d v is e d  th e  D e p a r tm e n t  o n  th e  n o t ic e  o f  p r o p o s e d  ru le m a k in g ,  a n d  th e n  o n  im p le 
m e n ta t io n  o f  th e  r e g u la t io n s .  I t  s tu d ie d ,  h e ld  h e a r in g s ,  a n d  d e v e lo p e d  n u a n c e d  
r e c o m m e n d a t io n s  o n  s p e c if ic  d a ta  a n d  p r iv a c y  i s s u e s  in c lu d in g  th o s e  r e la te d  to  
m a r k e t in g  a n d  fu n d r a is in g ,  b a n k in g ,  la w  e n fo rc e m e n t ,  a n d  s c h o o ls , a s  w e l l  a s  
w o r k in g  o n  th e  ro le  o f  th e  H H S  P r iv a c y  A d v o c a te . N C V H S  u r g e d  C o n g re s s  to  
b u i ld  o n  th e  f r a m e w o r k  o f  th e  H H S  p r iv a c y  r e g u la t io n  b y  e n a c t in g  a  c o m p r e h e n 
s iv e  a n d  b a la n c e d  h e a l th  in f o r m a t io n  p r iv a c y  la w  th a t  e x te n d s  p r iv a c y  p r o te c t io n  
to  a l l  e n t i t ie s  th a t  h o ld  in d iv id u a l ly  id e n t i f ia b le  h e a l th  in fo rm a t io n .

14 In a September, 2009 internal report to NCVHS, they said this: “The mission of the U.S. health 
statistics enterprise is to provide statistical information that will guide policies and actions to im
prove the health of the American people. To realize this mission, the U.S. health statistics enterprise 
should 1. Improve strategies, data sources, and systems to actively monitor the population’s health 
and potential influences on the population’s health; 2. Assure that appropriate, consistent, and com
parable measures of functional status and well-being are provided by the health statistics National 
Center for Health Statistics ;  and 3. Develop and fund a research agenda to explore new data collec
tion, linkage, analysis, and communication strategies that can rapidly and flexibly provide data on the 
population’s health.” < http://www.ncvhs.hhs.gov/090922p3.pdf>
15 It was renamed the Subcommittee on Privacy, Confidentiality and Security in 2008.

Sixty Years o f  Making a Difference 43

http://www.ncvhs.hhs.gov/090922p3.pdf


M id w a y  th r o u g h  th e  d e c a d e ,  N C V H S  s h i f te d  i t s  fo c u s  to  th e  p r iv a c y  p r o te c 
t io n s  n e e d e d  f o r  th e  n a s c e n t  N a t io n w id e  H e a l th  I n f o r m a t io n  N e tw o rk . I n  2 0 0 5 , 
th e  S u b c o m m it te e  u n d e r to o k  a n  1 8 -m o n th  s tu d y  o f  p r iv a c y  is s u e s  i n  th e  N H I N  
a t  th e  r e q u e s t  o f  D r. D a v id  B ra i le r ,  th e  f i r s t  N a t io n a l  C o o rd in a to r .  T h i s  in v o lv e d  
f iv e  h e a r in g s  a r o u n d  th e  c o u n t r y  a n d  a  s e r ie s  o f  p u b lic  m e e t in g s  a n d  c o n fe r e n c e  
c a l ls .  I n  J u n e  2 0 0 6 , N C V H S  s e n t  th e  S e c re ta r y  a n d  O N C  2 6  r e c o m m e n d a t io n s  o n  
p r iv a c y  a n d  c o n f id e n tia l i ty ,  d e s ig n e d  to  e s ta b l i s h  th e  h ig h  le v e l  o f  t r u s t  n e c e s s a r y  
f o r  th e  s u c c e s s f u l  f u n c t io n in g  o f  th e  N H I N . O N C /H H S  in c o r p o r a t e d  th e s e  r e c o m 
m e n d a t io n s  in to  th e  R F P s  f o r  N H I N  im p le m e n ta t io n  p ro je c ts ,  d i r e c t in g  a l l  c o n 
t r a c to r s  to  in c o r p o r a te  th e m  in to  t h e i r  w o rk . N C V H S  w r o te  th e  S e c r e ta r y  a g a in  a  
y e a r  la te r  to  r e c o m m e n d  u p d a te s  to  p r iv a c y  la w s  a n d  r e g u la t io n s  to  a c c o m m o d a te  
N H I N  d a ta  s h a r in g  p ra c t i c e s .  I n  a n o th e r  l e t t e r  th a t  m o n th , th e  C o m m it te e  c a l l e d  
a t te n t io n  to  o v e r la p s  a n d  c o n f l ic ts  b e tw e e n  th e  P r iv a c y  R u le  a n d  b o t h  th e  C o m 
m o n  R u le  a n d  th e  F a m ily  E d u c a t io n a l  R ig h t s  a n d  P r iv a c y  A c t  (F E R P A ).

T h e  P r iv a c y  S u b c o m m it te e  a l s o  c o n d u c te d  a  le n g th y  s tu d y  o f  th e  c o m p le x  a n d  
c o n tr o v e r s ia l  is s u e  o f  in d iv id u a l  c o n tro l  o f  s e n s i t iv e  h e a l th  in f o r m a t io n  a c c e s s ib le  
v i a  th e  N H I N  f o r  th e  p u r p o s e  o f  t r e a tm e n t .  T h e  f u l l  C o m m it te e  a p p ro v e d  a  r e p o r t  
to  th e  S e c re ta r y  o n  th i s  s u b je c t  i n  F e b r u a r y  2 0 0 8 . N C V H S  c o n c lu d e d  th a t  N H I N  
p o l ic ie s  s h o u ld  p e r m i t  in d iv id u a ls  l im i te d  c o n tro l ,  i n  a  u n i f o r m  m a n n e r ,  o v e r  a c 
c e s s  to  t h e i r  s e n s i t iv e  in f o r m a t io n  d is c lo s e d  v i a  t h e  N H IN . I n  2 0 0 9 , th e  C o m m i t 
t e e  c o m p ile d  a l l  i t s  r e c o m m e n d a t io n s  to  th e  D e p a r tm e n t  o n  p r iv a c y  a n d  c o n f id e n 
t i a l i ty  b e tw e e n  2 0 0 6  a n d  2 0 0 8  a n d  i s s u e d  th e m  a s  a  s in g le  v o lu m e , to  s e rv e  a s  a  
re f e re n c e  a n d  r e s o u r c e  f o r  th e  fie ld .

I n  2 0 0 9 , th e  S u b c o m m it te e  o n  P r iv a c y , C o n f id e n t ia l i ty  a n d  S e c u r i ty  r e tu r n e d  
to  th e  to p ic  o f  p e r s o n a l  h e a l th  r e c o rd s  (P H R s )  w i th  a n  e x h a u s t iv e  s tu d y  o f  th e  
p r iv a c y  is s u e s  r e la te d  to  P H R s . T h e  C o m m i t te e ’s F e b r u a r y  2 0 0 6  r e p o r t  to  th e  
S e c r e ta r y  o n  P H R s  h a d  c o n v e y e d  2 0  r e c o m m e n d a t io n s  o n  te rm in o lo g y ,  p r iv a c y , 
s e c u r i ty , in te ro p e ra b i l i ty ,  th e  f e d e r a l  ro le , a n d  r e s e a r c h  a n d  e v a lu a t io n . T h a t  s tu d y  
w a s  th e  f i r s t  N C V H S  e f f o r t  to  e x p lo re  th e  d i r e c t  u s e s  o f  h e a l th  in f o r m a t io n  b y  
c o n s u m e r s  a n d  p a t i e n ts  s in c e  i t  d e v e lo p e d  its  N H I I  r e c o m m e n d a t io n s .  T h e  2 0 0 9  
s tu d y  le d  to  a n  N C V H S  l e t t e r  to  th e  S e c r e ta r y  c o v e r in g  f o u r  th e m e s  th a t  h a d  
e m e r g e d  f r o m  h e a r in g s :  (1) th e  n e e d  f o r  a  s ta n d a r d  s e t  o f  f a i r  in f o r m a t io n  p r a c 
t i c e s  to  g o v e r n  c o n s u m e r  r ig h ts  a c ro s s  a l l  P H R s ;  (2) th e  n e e d  to  m a in t a in  r e g u la 
to r y  f le x ib i l i ty  to  f o s t e r  d e v e lo p m e n t  a n d  in n o v a t io n  i n  th e  f ie ld  o f  P H R s ;  (3) th e  
im p o r ta n c e  o f  p r o te c t in g  c o n s u m e r s  f r o m  u n a n t ic ip a te d  o r  in a p p r o p r ia te  u s e s  
o r  d is c lo s u r e s  o f  h e a l th  in f o r m a t io n  i n  t h e i r  P H R s ;  a n d  (4) th e  n e e d  to  d e v e lo p  a  
c o n s u m e r  e d u c a t io n  s t r a te g y  th a t  w i l l  e n s u r e  a p p r o p r ia te  u n d e r s ta n d in g  o f  th e  
p u r p o s e s ,  u s e s ,  a n d  p r iv a c y  a n d  c o n f id e n t ia l i ty  l im i ta t io n s  o f  P H R s . T h e  C o m 
m it te e  a ls o  s t r e s s e d  th e  im p o r ta n c e  o f  t r u e  in f o r m e d  c o n s u m e r  c o n s e n t ,  in c lu d in g  
f o r  a n y  d is c lo s u re  o f  in f o r m a t io n  in  P H R s . I t  n o te d  th a t  s u c h  c o n s e n t  r e q u ir e s  
a b s o lu te  t r a n s p a r e n c y  i n  a  P H R  s u p p l ie r ’s p r iv a c y  a n d  s e c u r i ty  p ra c t ic e s .
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Continuing the Progress Toward Standardization
S ta n d a r d iz a t io n  h a s  b e e n  a n  N C V H S  p r io r i ty  f o r  m o s t  o f  i ts  6 0  y e a r s ,  a n d  o n e  

t h a t  u n d e r l ie s  v i r t u a l l y  a l l  o f  i t s  h e a l th  in f o r m a t io n  p o l ic y  w o rk . N C V H S  h a s  
r e c o m m e n d e d  s ta n d a r d s  th a t  a r e  n o w  th e  f o u n d a t io n  f o r  in te ro p e ra b i l i ty ,  c a re  
c o o r d in a t io n ,  a n d  th e  m e a s u r e m e n t  o f  h e a l th  c a re  q u a l i ty  a n d  o u tc o m e s  i n  th e  
U .S . T h e  s ta n d a r d s  i t  h a s  r e c o m m e n d e d  d u r in g  th e  la s t  d e c a d e  h a v e  b e e n  a d o p te d  
v i r t u a l l y  u n c h a n g e d  f o r  th e  d e m o n s t r a t i o n  o f  m e a n in g f u l  u s e  o f  h e a l th  IT .

S ta r t i n g  i n  1 9 9 6 , th r e e  m a jo r  p ie c e s  o f  le g i s la t io n — H IP A A , th e  M e d ic a r e  
M o d e r n iz a t io n  a n d  I m p r o v e m e n t  A c t , a n d  A R R A — h a v e  p o s i t io n e d  N C V H S  
to  m a k e  m a n d a te d  r e c o m m e n d a t io n s  o n  s ta n d a r d s  f o r  t r a n s a c t i o n s ,  t e r m in o lo 
g ie s  to  s u p p o r t  b o t h  a d m in is t r a t i v e  a n d  p a t i e n t  c a re  a c t iv i t ie s ,  p r o v id e r  a n d  p la n  
id e n t i f ie r s ,  a n d  o v e ra l l  im p le m e n ta t io n . T h e  N C V H S  S u b c o m m it te e  o n  S ta n d a r d s  
is  r e s p o n s ib le  f o r  a l l  o f  th e s e  a r e a s .  I t  w o r k s  c lo s e ly  w i th  N C H S , O N C , C M S , 
A H R Q , a n d  s ta n d a r d s  d e v e lo p m e n t  o r g a n iz a t io n s  a n d  p ro v id e s  a  c o m m u n ic a t io n  
l i n k  to  s ta k e h o ld e r s  i n  th e  h e a l th  c a re  in d u s t r y  a n d  p u b l ic  h e a l th  a n d  r e s e a r c h  
a r e n a s .16 T h e  C o m m it te e  d e s c r ib e s  i t s  a d v is o r y  w o r k  o n  H IP A A  in  d e ta i l  i n  i ts  
r e g u la r  r e p o r t s  to  C o n g re s s  o n  H IP A A  im p le m e n ta t io n . D u r in g  i t s  s ix th  d e c a d e , i t  
a u th o r e d  s e v e n  s u c h  r e p o r t s ,  n u m b e r s  2  th r o u g h  8.

A s  d e s c r ib e d  a b o v e , N C V H S  h a s  a  lo n g  h is to r y  o f  c o n t r ib u t in g  to  d e v e lo p m e n t  
o f  th e  I n te r n a t i o n a l  C la s s i f ic a t io n  o f  D is e a s e s  ( IC D ). T h e  C o m m it te e  f i r s t  r e c o m 
m e n d e d  a d o p t io n  o f  th e  l a te s t  i te r a t io n ,  IC D -1 0 ,17 a s  a  H IP A A  c o d e  s e t  i n  2 0 0 3 . 
T h is  fo l lo w e d  a n  N C V H S - c o m m is s io n e d  s tu d y  b y  R A N D  o f  th e  c o s ts  a n d  b e n 
e f its  o f  a  t r a n s i t io n  f r o m  IC D - 9 - C M  to  IC D -1 0 -C M  a n d  f r o m  V o lu m e  3 o f  IC D  
9 - C M  to  IC D -1 0 -P C S . O n  th e  b a s is  o f  th e  f in d in g s , th e  C o m m it te e  r e c o m m e n d e d  
th a t  th e  c o u n t r y  s h i f t  to  IC D -1 0  c o d e  s e ts  f o r  d ia g n o s is  a n d  in p a t i e n t  in te r v e n t io n s  
a s  s o o n  a s  p o s s ib le .  A f t e r  c o n s u l ta t i o n  w i t h  s ta k e h o ld e r s ,  th e  D e p a r tm e n t  in i t ia t e d  
th e  r e g u la to r y  p r o c e s s  i n  2 0 0 8  a n d  s e t  th e  a d o p t io n  d a te  f o r  O c to b e r  2 01 3 .

T h e  H IP A A  a d m in is tra tiv e  s im p lif ica tio n  p ro v is io n s  a lso  d ire c te d  N C V H S  to  s tu d y  
a n d  re c o m m e n d  s ta n d a rd s  fo r  e le c tro n ic  p a tie n t m e d ic a l r e c o rd  in fo rm a tio n  (P M R I). 
N C V H S  re c o g n iz e d  th is  d ire c tiv e  a s  n e w  a n d  s tra teg ic  b e c a u se  a ll o th e r  H IP A A  s ta n 
d a rd s  w e re  in te n d e d  to  s u p p o r t re im b u rse m e n t a n d  s ta tis tic a l p ro c e sse s , w h ile  P M R I 
s ta n d a rd s  w o u ld  s u p p o r t th e  p a tie n t c a re  p ro c e s s  i n  a  re a l-tim e , c lin ic a lly  sp ec if ic  m a n 
ner. I n  2 0 0 2 , th e  C o m m itte e  p ro p o se d  a  s tra teg ic  f ra m e w o rk  a s  a  ro a d m a p  fo r  s tu d y in g  
a n d  re c o m m e n d in g  P M R I  s tan d a rd s . O n c e  th e  fra m e w o rk  w a s  a p p ro v e d  b y  th e  S e c re 
ta ry , N C V H S  u s e d  i t  to  d ev e lo p  a n d  r e c o m m e n d  a  b a s ic  s e t o f  m e ssa g e  fo rm a t s ta n d a rd s  
a n d  a  c o re  s e t o f  c lin ic a lly  sp ec if ic  te rm in o lo g y  s ta n d a rd s  f o r  P M R I.

16 The Subcommittee was named the Subcommittee on Standards and Security until 2008, when 
the security area was assigned to the Subcommittee on Privacy and Confidentiality. The latter 
Subcommittee oversees the NCVHS responsibility for advising HHS on privacy, confidentiality, and 
(since 2008) security.
17 The U.S. adopted ICD-10 for coding causes of death in m ortality data in 1999. Most developed 
countries adopted ICD-10 code sets for diagnosis and inpatient interventions by 2008.
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T h e  p r o d u c t s  o f  th i s  N C V H S  p r o c e s s  h a v e  p r o v id e d  a n  in f lu e n t ia l  s ta n d a r d s  
p la t f o r m  f o r  th e  h e a l th  c a re  d e l iv e ry  s y s te m . T h e s e  m e s s a g e  a n d  te r m in o lo g y  
s ta n d a r d s ,  w h ic h  m o s t  p e o p le  n o w  c o n s id e r  to  b e  E H R  s y s te m  s ta n d a r d s ,  w e r e  
r e c o g n iz e d  a n d  a d o p te d  b y  H H S , th e  U .S . D e p a r tm e n t  o f  D e f e n s e , a n d  th e  U .S . 
D e p a r tm e n t  o f  V e te ra n s  A f f a i r s  a s  th e  in i t ia l  s e t  o f  c o n s o l id a te d  h e a l th  in f o r m a t
ic s  (C H I)  in i t ia t iv e  s ta n d a rd s .  T h e  w o r k  le d  to  th e  N C V H S  ro le  i n  th e  r e v ie w  p r o 
c e s s  f o r  t h e  f e d e r a l  C H I  in i t ia t iv e  f r o m  2 0 0 4  th r o u g h  2 0 0 7 . T h e  C H I  s ta n d a rd s ,  
i n  t u r n ,  b e c a m e  th e  f o u n d a t io n  f o r  th e  w o r k  o f  th e  H e a l th  I n f o r m a t io n  T e c h n o l
o g y  S ta n d a r d s  P a n e l ,  w h ic h  w a s  c r e a te d  i n  2 0 0 5  u n d e r  c o n t r a c t  to  O N C . T h is  s e t  
o f  c l in ic a l ly  s p e c if ic  te r m in o lo g ie s ,  w h ic h  w a s  a ls o  r e c o m m e n d e d  b y  th e  H I T  
S ta n d a r d s  C o m m it te e  i n  J u ly  2 0 0 9  a s  a  r e q u i r e m e n t  f o r  d e m o n s t r a t i n g  m e a n in g 
f u l  u s e  o f  h e a l th  IT , h a s  n o w  b e e n  in c lu d e d  in  th e  D e c e m b e r ,  2 0 0 9  I n te r im  F in a l  
R u le  ( IF R )  a m o n g  th e  s ta n d a r d s  r e q u i r e m e n ts  f o r  m e a n in g f u l  u s e .18 T h e  c o re  s e t  
o f  c l in ic a l ly  s p e c if ic  te r m in o lo g ie s  a r e  S N O M E D , L O IN C , a n d  R x N O R M .

T h e s e  c l in ic a l ly  s p e c if ic  te r m in o lo g ie s  w i l l  e n a b le  im p r o v e d  q u a l i ty  m e a s u re s ,  
c l in ic a l  d e c is io n  s u p p o r t ,  a n d  m e a s u r e s  o f  p a t i e n t  o u tc o m e s . T h e  s e t  p r o m is e s  to  
p ro v id e  th e  f o u n d a t io n  f o r  th e  t r a n s f o r m a t io n  o f  th e  h e a l th  c a re  d e l iv e ry  s y s te m  
b y  p r o v id in g  p a t i e n t  d a ta  a t  a  c l in ic a l ly  s p e c if ic  le v e l, th u s  e n a b l in g  t r u e  m e a n in g 
f u l  u s e  o f  h e a l th  IT .

T h e  M e d ic a r e  M o d e r n iz a t i o n  A c t  (M M A )  o f  2 0 0 3  g a v e  N C V H S  a d d i t io n a l  
r e s p o n s ib i l i ty  to  s e le c t  a n d  r e c o m m e n d  e le c tro n ic  p r e s c r ib in g  (e -p re s c r ib in g )  
s ta n d a rd s .  T h e  a d o p t io n  o f  e - p r e s c r ib in g  s ta n d a r d s  m o v e d  re la t iv e ly  q u ic k ly , 
th a n k s  i n  p a r t  to  a  c lo s e  a n d  e f f ic ie n t  w o r k in g  re la t io n s h ip  b e tw e e n  g o v e r n m e n t  
a n d  in d u s try . T h e  C o m m it te e  r e s p o n d e d  to  th e  a d d e d  r e s p o n s ib i l i ty  b y  s e n d in g  
th e  S e c r e ta r y  s e v e n  s e ts  o f  r e c o m m e n d a t io n s  o n  d i f f e r e n t  a s p e c t s  o f  e - p r e s c r ib in g  
b e tw e e n  S e p te m b e r  2 0 0 4  a n d  J u ly  2 0 0 9 . T h r e e  o f  th e  f i r s t  s ix  r e c o m m e n d e d  s ta n 
d a r d s  p e r f o r m e d  w e l l  e n o u g h  in  p i lo t  t e s t in g  to  b e  r e c o m m e n d e d  b y  th e  D e p a r t 
m e n t  f o r  f u l l - s c a le  a d o p t io n .

T h e  S ta n d a r d s  S u b c o m m it te e  b e g a n  a d d r e s s in g  th e  n e x t  v e r s io n  o f  H IP A A  
tr a n s a c t i o n  s ta n d a r d s  (v e r s io n s  5 01 0 , D .O . a n d  3 .0 ) i n  2 0 0 7 . T h e y  a re  s c h e d u le d  
to  ta k e  e f f e c t  o n  J a n u a r y  1, 2 0 1 2 . I n  a d d i t io n ,  s e v e ra l  S u b c o m m it te e  m e m b e r s  
p a r t i c ip a te d  i n  th e  2 0 0 6  N C V H S  s p e c ia l  p r o je c t  to  r e c o m m e n d  th e  fu n c t io n a l  
r e q u i r e m e n ts  o f  th e  N H I N , t h e n  i n  2 0 0 7  in  th e  n e w  p r o je c t  o n  s e c o n d a ry  u s e s  a n d  
d a ta  s te w a rd s h ip  a n d  in  2 0 0 9  i n  th e  m e a n in g f u l  u s e  h e a r in g .

I n  a l l ,  i n  i t s  s ix th  d e c a d e  N C V H S  s e n t  th e  D e p a r tm e n t  a n  e x t r a o r d in a r y  39  le t 
te r s  a n d  s e ts  o f  r e c o m m e n d a t io n s  o n  a s p e c t s  o f  s ta n d a r d s  i n  a d d i t i o n  to  th e  s e v e n  
s ta tu s  r e p o r t s  o n  H I P A A  im p le m e n ta t io n — a l l  r e s e a r c h e d  a n d  w r i t t e n  u n d e r  th e  
l e a d e r s h ip  o f  th e  S u b c o m m it te e  o n  S ta n d a rd s .

18 The IFR published electronically on December 31, 2009, is named “Health Information Technol
ogy: Initial Set o f Standards, Implementation Specifications, and Certification Criteria for Electronic 
Health Record Technology.”
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T o m a r k  th e  t e n t h  a n n iv e r s a r y  o f  H IP A A  e n a c tm e n t ,  th e  C o m m it te e  s e n t  th e  
S e c r e ta r y  i t s  r e f le c t io n s  o n  th e  H I P A A  e x p e r ie n c e  a n d  le s s o n s  le a r n e d ,  d r a w 
in g  o n  te s t im o n y  th e  S u b c o m m it te e  h a d  s o l ic i te d  o v e r  m a n y  y e a r s .  A  J u n e  2 0 0 6  
N C V H S  l e t t e r  o f f e re d  t e n  r e c o m m e n d a t io n s  o n  im p r o v in g  H I P A A  u p d a te s ,  
a d o p t io n  r a te s ,  a n d  r e t u r n  o n  in v e s tm e n t .  T h e  S u b c o m m it te e  t h e n  t u r n e d  its  a t 
te n t io n  to  s t r e a m l in in g  th e  u p d a t in g  a n d  p r o m u lg a t io n  o f  H IP A A  a n d  a d v is in g  o n  
s ta n d a r d iz in g  h e a l th  IT .

T h e  S u b c o m m it te e  o n  S ta n d a r d s  s e e s  p a r t  o f  i ts  c o n t r i b u t io n  a s  p r o v id in g  a  
p u b l ic  f o r u m  f o r  e n h a n c in g  s ta n d a r d s  d e v e lo p m e n t,  m o d if ic a t io n , a n d  im p le m e n 
ta t io n . T o  th a t  e n d , i t  h e ld  a n  in v e s t ig a t iv e  h e a r in g  in  F e b r u a r y  2 0 0 9 —  “ S e t t in g  
th e  C o n te x t  f o r  th e  E v o lu t io n  o f  H e a l th  I T  S ta n d a r d s ” — d e s ig n e d  to  e n g a g e  s t a k e 
h o ld e r s  i n  a  c o n t in u in g  q u a l i ty  im p r o v e m e n t  p r o c e s s  f o r  th e  f u tu r e .  O c c u r r in g  
j u s t  d a y s  a f t e r  e n a c tm e n t  o f  A R R A , th e  h e a r in g  p r o v id e d  a  t im e ly  o p p o r tu n i ty  
to  lo o k  b r o a d ly  a t  th e  c o n te x t  f o r  h e a l th  IT  s ta n d a r d s ,  in c lu d in g  th e  p r o c e s s e s  f o r  
s ta n d a r d s  d e v e lo p m e n t ,  s e le c t io n , a n d  im p le m e n ta t io n . T h e  s t r o n g e s t  m e s s a g e  to  
e m e r g e — o n e  c o n s i s te n t  w i th  o th e r  N C V H S  d is c u s s io n s — w a s  th e  n e e d  to  c la r i fy  
th e  h e a l th  o u tc o m e s  th a t  s ta n d a r d s  a r e  in te n d e d  to  h e lp  a c h ie v e , to  p ro v id e  th e  
b a s is  f o r  d e f in in g  th e  g o a ls  f o r  s ta n d a r d s  a n d  h e a l th  c a re . D r. D o n  D e tm e r ,  w h o  
c h a i r e d  N C V H S  d u r in g  th e  s e m in a l  1 9 9 6 -1 9 9 8  p e r io d ,  e n c o u r a g e d  h is  f o r m e r  
c o l l e a g u e s  to  d e v e lo p  a n  o u tc o m e s  m o d e l th a t  u s e s  c o m p le m e n ta r y  h e a l th  IT  
a n d  h e a l th  c o m m u n ic a t io n s  te c h n o lo g y  s ta n d a r d s  to  h e lp  a c h ie v e  p o p u la t io n  
h e a l th  g o a ls . T h e  S u b c o m m it te e  a ls o  h e a r d  th e  N a t io n a l  R e s e a r c h  C o m m i t te e ’s 
a s s e s s m e n t  th a t  h e a l th  c a re  in f o r m a t io n  s y s te m s  “ fa l l  f a r  s h o r t  o f  w h a t  w o u ld  b e  
n e e d e d  to  a c h ie v e  th e  I O M ’s v i s i o n  f o r  2 1 s t c e n tu r y  h e a l th  c a re .” O th e r  p r e s e n te r s  
s t r e s s e d  th e  c o n t in u e d  n e e d  f o r  s t r o n g  f e d e r a l  le a d e r s h ip  a n d  c lo s e  c o l l a b o r a t io n  
a lo n g  w i t h  c o n t in u o u s  t e s t in g  a n d  e v a lu a t io n  o f  s ta n d a rd s .

I n  D e c e m b e r  2 0 0 9 , th e  S ta n d a r d s  S u b c o m m it te e  c o n v e n e d  s ta k e h o ld e r s  f o r  a  
tw o - d a y  h e a r in g  o n  in d u s t r y  r e a d in e s s  to  a d o p t  th e  u p d a te d  t r a n s a c t io n  s ta n d a rd s  
a n d  IC D -1 0  c o d e  s e ts . A l th o u g h  th e  f i r s t  d e c a d e  o f  th e  2 1 s t c e n tu r y  r e p r e s e n ts  
r e m a r k a b le  p r o g r e s s  f o r  th e  s ta n d a r d s  a g e n d a ,  N C V H S  c o n t in u e s  to  id e n t i f y  c h a l 
le n g e s  a n d  a r e a s  f o r  im p ro v e m e n t  a n d  i t  w i l l  m o n i to r  p r o g r e s s  to w a r d  im p le m e n t
in g  th e  m a n d a te d  s ta n d a rd s .
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A Broad Look at Evolving 
Information Capacities

O v e r  i t s  la te s t  d e c a d e , N C V H S  m o v e d  
d e c is iv e ly  in to  th e  ro le  o f  h e lp in g  g o v e r n 
m e n t  a n d  o th e r  p a r tn e r s  t r a n s l a te  a  b r o a d  
s p e c t r u m  o f  d a ta  a n d  in f o r m a t io n  in to  
u s e f u l  k n o w le d g e  f o r  h e a l th  a n d  h e a l th  
c a re . T h e  C o m m it te e  p la y e d  a  k e y  ro le  in  
th e  d e v e lo p m e n t  a n d  im p le m e n ta t io n  o f  
H IP A A , a n d  i t  c r e a te d  a  s e m in a l  v i s i o n  fo r  
th e  n a t io n a l  h e a l th
in f o r m a t io n  in f r a s t r u c t u r e  th a t  is  n o w  
b e c o m in g  re a lity .

T o  b u i ld  o n  th e s e  a c c o m p lis h m e n ts ,  
N C V H S  s u b c o m m it te e s  i n  2 0 0 9  b e g a n  to  e x p lo re  th e  in c r e a s in g  o v e r la p s  a m o n g  
t h e i r  d o m a in s  a n d  h o w  th e  C o m m i t t e e ’s b r e a d t h  o f  e x p e r t i s e  a n d  r e s p o n s ib i l i ty  
c o u ld  b e s t  h e lp  h e a l th  in f o r m a t io n  p o l ic y  e v o lv e  i n  a  b e n e f ic ia l  d i r e c t io n .  T h e  e n 
v i r o n m e n t  f o r  b u i ld in g  in f o r m a t io n  c a p a c i t ie s  f o r  h e a l th  a n d  h e a l th  c a re  c h a n g e d  
d ra m a t ic a l ly  w i t h  th e  p a s s a g e  o f  th e  A m e r ic a n  R e c o v e r y  a n d  R e in v e s tm e n t  A c t  
i n  F e b ru a r y ,  2 0 0 9 ;  a n d  b y  th e  e n d  o f  th a t  y e a r ,  a l l  e y e s  w e r e  o n  th e  p r o s p e c ts  f o r  
h e a l th  c a r e  re fo rm . T h e s e  d e v e lo p m e n ts  p r o v id e d  g r e a te r  im p e tu s  to  th e  C o m 
m i t t e e ’s s e a r c h  f o r  th e  b e s t  w a y s  to  h e lp  th e  D e p a r tm e n t  b u i ld  th e  in f o r m a t io n  
c a p a c i t ie s  n e e d e d  to  m e e t  n e w  o p p o r tu n i t ie s  a n d  c h a lle n g e s . A  u n i f y in g  c o n c e p t  
f o r  N C V H S  is  th e  n e e d  to  m o b i l iz e  m u lt ip le  in f o r m a t io n  s o u rc e s ,  s u p p o r te d  b y  
s t r o n g  p r iv a c y  p r o te c t io n s  a n d  s ta n d a r d s ,  to  p e r m i t  th e  im p ro v e m e n t  a n d  a s s e s s 
m e n t  o f  p o p u la t io n  h e a l th  a n d  h e a l th  c a r e  i n  th e  U .S . T h e  c o n ju n c t io n  o f  th e  
A m e r ic a n  R e in v e s tm e n t  a n d  R e c o v e r y  A c t , h e a l th  c a re  re fo rm , a n d  a c c e le r a t in g  
te c h n o lo g ic a l  c h a n g e  p r e s e n t  a n  u n p r e c e d e n te d  o p p o r tu n i ty  to  m o v e  a h e a d  in  
th e s e  a r e a s .  N o n e  o f  th i s  p r o g r e s s  is  a s s u r e d ,  h o w e v e r , w i th o u t  c a r e f u l  p la n n in g  
a n d  c o o rd in a t io n .  T h e  C o m m it te e  th u s  e n te r s  a  n e w  d e c a d e  p o i s e d  to  h e lp  th e  D e 
p a r t m e n t  ta k e  a  n e w , m o re  c o m p re h e n s iv e  a n d  in te g r a te d  lo o k  a t  th e  a b id in g  q u e s 
t io n s  o f  w h a t  d a ta  s h o u ld  b e  c o l l e c te d  a n d  c o n n e c te d ,  h o w  e m e r g in g  s o u rc e s  c a n  
c o n tr ib u te ,  w h a t  fo r m s  o f  d a ta  s te w a rd s h ip  a n d  p r iv a c y  p r o te c t io n  a re  n e e d e d , a n d  
h o w  th e  r e s u l t in g  k n o w le d g e  c a n  b e  u s e d  to  im p ro v e  th e  h e a l th  o f  a l l  A m e r ic a n s . 
A t  i ts  6 0 t h  A n n iv e r s a r y  S y m p o s iu m  in  J u n e , 2 0 1 0 , th e  C o m m it te e  w i l l  r e v ie w  th e  
p r o g r e s s  m a d e  o v e r  th e  p a s t  d e c a d e  a n d  p r e s e n t  a n  N C V H S  c o n c e p t  p a p e r  o n  th e  
in f o r m a t io n  c a p a c i t ie s  n e e d e d  to  e n h a n c e  th e  n a t i o n ’s h e a l th  a n d  h e a l th  c a re  i n  th e  
y e a r s  a h e a d .

I f  w e  ’re  c o lle c t in g  in fo rm a tio n  
a b o u t  h ea lth , w e  n e e d  to  
d e fin e  w h a t  i t  i s  w e  ’re  tr y in g  
to  a cc o m p lish .... You c a n ’t  
ta lk  a b o u t  h e a lth  w ith o u t  
ta lk in g  a b o u t  e d u c a tio n  a n d  
p o v e r ty  a n d  a ll o f  th o se  k in d s  
o f  th in g s  a s  w e ll. S o  w h e n  
y o u  ’r e  s tu d y in g  h ea lth , w h a t  
is  i t  th a t  y o u ’re  s tu d y in g ?

— R o n  B la n k e n b a k e r
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Making a Difference over Decades:
Insights from Six NCVHS Chairs

C o n s is te n t  a c c o m p l is h m e n ts  f o r  d e c a d e s  a c ro s s  a  b r o a d  r a n g e  o f  n a t io n a l  p o l ic y  
is s u e s  d o  n o t  s im p ly  h a p p e n  b y  v i r t u e  o f  th e  N C V H S  c h a rg e  a n d  th e  c a l i b e r  o f  i ts  
m e m b e r s ,  e v e n  b o l s te r e d  b y  i t s  s u p e r b  s ta f f ;  th e y  a re  th e  r e s u l t  o f  s k i l l f u l  le a d e r 
sh ip . T h i s  f a c t  w a s  v e r y  m u c h  i n  e v id e n c e  a t  th e  S e p te m b e r  2 0 0 9  g a th e r in g  o f  
s ix  N C V H S  C h a ir s ,  p a s t  a n d  p r e s e n t .19 T h e  g ro u p  jo in e d  lo n g - t im e  E x e c u t iv e  
S e c r e ta r y  M a r jo r ie  G r e e n b e r g  a n d  E x e c u t iv e  S ta f f  D i r e c t o r  J im  S c a n lo n 20 f o r  a  
tw o - d a y  m e e t in g  a t  th e  U n iv e r s i ty  o f  V i r g in ia  S c h o o l o f  M e d ic in e . T h e  s ite  w a s  
c h o s e n  in  h o n o r  o f  th e  e s te e m e d  N C V H S  C h a i r  i n  th e  1 9 7 0 s , K e r r  W h ite ,  M .D ., 
w h o  l iv e s  i n  C h a r lo t te s v i l le  a n d  w h o s e  l ib r a r y  (w h ic h  in c lu d e s  a l l  N C V H S  a n n u a l  
r e p o r ts )  is  h o u s e d  i n  th e  M e d ic a l  S c h o o l’s D o n  D e tm e r  R e a d in g  R o o m .

I n  i t s  c o m p o s i t io n  a lo n e , th e  g r o u p  i l lu s 
t r a te s  o n e  s o u rc e  o f  th e  C o m m i t te e ’s e f f e c t iv e 
n e s s — its  c o n tin u ity .  T h e s e  le a d e r s  r e p r e s e n t  
2 7  c o n t in u o u s  y e a r s  o f  N C V H S  h is to r y  a s  
m e m b e r s  o r  s ta f f ,  a n d  23  y e a r s  a s  C h a ir s .
W ith  t h e i r  d iv e r s e  b a c k g r o u n d s  i n  h e a l th  c a re  
d e l iv e ry , p r o fe s s io n a l  e d u c a t io n , r e s e a r c h ,  
h e a l th  p o l ic y , a n d  p u b l ic  h e a l th — m o s t  s p a n 
n in g  s e v e ra l  o f  th e s e  f ie ld s — th e y  a ls o  ty p i f y  
th e  b r e a d t h  o f  N C V H S  m e m b e r s h ip .

T h is  c e le b r a to r y  e v e n t  p r o v id e d  a  u n iq u e  o p 
p o r tu n i t y  to  t r a c e  h o w  N C V H S  h a s  c a r r i e d  o u t  
th e  p u r p o s e s  th a t  m o t iv a te  i ts  w o r k  o n  h e a l th  
in f o r m a t io n  p o lic y . T h e  d is c u s s io n s  w e r e  a  
d i s t i l l a t io n  o f  N C V H S  h is to r y  a n d  h ig h l ig h ts  
o v e r  n e a r ly  h a l f  i t s  l i f e  th u s  fa r . I n  in d iv id u a l  
in te r v ie w s  a n d  a  r o u n d ta b le  c o l lo q u iu m , a l l  
o f  i t  c a p tu r e d  o n  f i lm , th e  p a r t ic ip a n ts  ta lk e d  
a b o u t  t h e i r  e x p e r ie n c e s  w i t h  N C V H S  a n d , i n  
p a r t ic u la r ,  w h a t  th e  C o m m i t te e ’s u n iq u e  h is to r y  s u g g e s ts  f o r  i t s  f u tu r e  d i r e c t io n s  
a n d  c o n tr ib u t io n s .  W h a t  e m e r g e d  w a s  a  s t r o n g  s e n s e  o f  N C V H S  a s  a  s ix ty -y e a r -  
o ld  l e a r n in g  c o m m u n i ty .

T h e  f a c t  th a t  f i v e  p r e v io u s  
N C V H S  c h a ir s  a c c e p te d  
o u r  in v i ta tio n  to  th e  
C h a r lo tte sv i lle  g a th e r in g  
sh o w s  th e  co lleg ia lity , 
se n s e  o f  c o m m o n  
p u r p o s e , m u tu a l  reg a rd , 
a n d  a ffe c tio n  w e  h a v e  f o r  
e a c h  o th er. I t  a lso  sh o w s  
th a t  o th e r s  sh a re  m y  
b e l i e f  th a t  h is to r y  d o e s  
m a tte r . I t ’s  im p o r ta n t  
f o r  u s  to  c a p tu re  th e ir  
w isd o m  a n d  s to r ie s .

— M a r jo r ie  G r e e n b e rg

19 Ron Blankenbaker, M.D. (1986-1991), Judith Miller Jones (1991-1996), Don Detmer, M.D. 
(1996-1998), John Lumpkin, M.D. (1998-2004), Simon Cohn, M.D. (2005-2008), and Harry Reyn
olds (2008-present). The unreferenced quotations in this report are taken from the Charlottesville 
interviews and roundtable discussion.
20 Ms. Greenberg has staffed the Committee since 1982 and became the Executive Secretary in 
1997. Mr. Scanlon became its Executive Staff Director in 1995 after many years of association with 
the Committee.
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E v e n  th o u g h  D r. K e r r  W h i te  w a s  
u n a b le  to  p a r t ic ip a te ,  h is  le g a c y  w a s  a  
to u c h s to n e  f o r  th e  d is c u s s io n s  a s  i t  h a s  
b e e n  f o r  th e  C o m m it te e  s in c e  a t  l e a s t  th e  
1 9 7 0 s . T h i s  p e r s p e c t iv e  lo o k s  a t  h e a l th  
c a re  i n  th e  b r o a d e r  c o n te x t  o f  h e a l th  a n d  
p o p u la t io n  h e a l th  a n d  u n d e r s ta n d s  th e s e  
i n  r e la t io n  to  th e  s o c ia l ,  e n v iro n m e n ta l ,  
a n d  o th e r  in f lu e n c e s  o n  th e m . I t  th u s  s e ts  
h e a l th  in f o r m a t io n  p o l ic y  in  a  v e r y  b r o a d  
c o n te x t ,  th e  o b je c t  o f  w h ic h  is  to  g a th e r  
a n d  c o m b in e  u s e f u l  d a ta  f r o m  m u lt ip le  
s o u rc e s  a n d  t r a n s l a te  th e m  in to  b e n e f ic ia l  
k n o w le d g e  f o r  a p p r o p r ia te  a n d  r e s p e c t f u l  
u s e  i n  th e  p u b lic  in te r e s t .

T h e  C h a r lo t te s v i l le  p a r t ic ip a n ts  n o te d  th e  r a n g e  o f  to p ic s  th e  C o m m it te e  i n t e 
g r a te s  i n  i ts  w o r k , f r o m  th e  te c h n ic a l  a s p e c t s  o f  d a ta  s ta n d a r d s  a n d  p r iv a c y  p r o 
t e c t io n  to  th e  d e te r m in a n t s  o f  p o p u la t io n  h e a lth .  A n  im p o r ta n t  ro le  o f  i ts  le a d e r s  
is , i n  th e  w o r d s  o f  D o n  D e tm e r ,  “ to  p u l l  to g e th e r  t h e  m o s a ic  to  s h o w  a  c o h e re n t  
p ic tu r e .” T h e  g r o u p  t a lk e d  a b o u t  th e  s ig n if ic a n t  N C V H S  c o n t r ib u t io n s  o f  th o u g h t  
l e a d e r s h ip  a n d  c o n s e n s u s  d e v e lo p m e n t  a n d  th e  w a y  th e  C o m m i t te e ’s o p e n  a n d  
in c lu s iv e  p ro c e s s  b r in g s  m a n y  v o ic e s  in to  th e  c o n v e rs a t io n . T h e y  a g r e e d  o n  th e  
n e e d  to  u n d e r s ta n d  th a t  th e  ro le  o f  a  C o m m it te e  l ik e  N C V H S  is  n o t  to  s e t  f e d e r a l  
p o l ic y  b u t  to  a d v is e  o n  it , a n d  th a t  th e  N C V H S  C h a i r  m u s t  h e lp  n e w  m e m b e r s  
r e c o g n iz e  th i s  s o m e t im e s - f r u s t r a t in g  d is t in c t io n .

A d v is in g  o n  p o l ic y  i n  a n  in te g r a t iv e ,  fo r w a r d - lo o k in g  w a y  m e a n s  s u p p o r t in g  
in n o v a t io n  a n d  b r e a d t h  w i t h in  g o v e r n m e n t .  O n  r e la t iv e ly  r a r e  o c c a s io n s , th i s  c a n  
le a d  to  th e  k in d  o f  i m p a c t  th a t  th e  C o m m it te e  a c h ie v e d  w i t h  i t s  N H I I  r e c o m 
m e n d a t io n s . M o re  o f te n , p r o g r e s s  i s  s lo w  a n d  n o t  n e c e s s a r i ly  s te a d y — w itn e s s  
th e  C o m m i t te e ’s r e c o m m e n d a t io n s  o n  f u n c t io n a l  s ta tu s  d a ta  a n d  a d o p t io n  o f  IC F  
( th e  I n te r n a t io n a l  C la s s i f ic a t io n  o f  F u n c t io n in g ,  D is a b i l i ty  a n d  H e a lth ) . S o m e 
t im e s ,  th e  C o m m i t t e e ’s a d v ic e  s e e m s  n o t  to  b e  t a k e n  a t  a ll. J o h n  L u m p k in  a n d  
J u d i th  M i l l e r  J o n e s  w o n d e r e d  w h a t  N C V H S  c o u ld  l e a r n  f r o m  it s  “ f a i lu r e s ”— a n d  
th e  s lo w  a d o p t io n  o f  IC D -1 0  c o d e  s e ts  a n d  la c k  o f  p r o g r e s s  o n  u n iq u e  in d iv id u a l  
id e n t i f ie r s  w e r e  c i te d  a s  e x a m p le s .  H o w e v e r , D r. D e tm e r  r e m in d e d  h is  c o l le a g u e s  
t h a t  b e in g  o n  th e  l e a d in g  e d g e  m e a n s  th a t  s o m e tim e s  th e  C o m m i t te e ’s r e c o m m e n 
d a t io n s  w i l l  n o t  b e  ta k e n .  J im  S c a n lo n  o f f e re d  p e r s p e c t iv e  f r o m  h is  v a n ta g e  p o in t  
i n  th e  H H S  O ff ic e  o f  th e  A s s is ta n t  S e c re ta r y  f o r  P la n n in g  a n d  E v a lu a tio n :  “ T h e  
C o m m it te e  is  v ie w e d  a s  o n e  o f  th e  m o s t  p ro d u c t iv e  a n d  u s e f u l  H H S  a d v is o ry  
c o m m it te e s .  I t  g iv e s  th e  D e p a r tm e n t  v e r y  p r a c t i c a l  r e c o m m e n d a t io n s  o n  te c h n ic a l  
is s u e s , a n d  i t  a l s o  c a n  lo o k  a b o v e  th e  f r a y  a n d  g iv e  u s  a  v ie w  o f  w h a t  th e  f u tu r e  
c o u ld  lo o k  lik e . T h e  C o m m i t te e ’s r e c o m m e n d a t io n s  a lw a y s  g e t  c o n s id e r a t io n  a n d  
a  h e a r in g .”

W h a t I  w o u ld  lo v e  to  see  
h a p p e n  is  a  d o c u m e n t  th a t  ta lk s  
a b o u t, “H e re  a re  th e  k i n d  o f  
q u e s t io n s  w e  n e e d  to  a d d ress , 
w h e th e r  w e  ’r e  in  p u b l ic  h ea lth , 
w e ’re  in  m e d ic in e , w e ’re  e v e n  
a d m in is te r in g  h e a lth  in su ra n c e  
p la n s . H e r e ’s  w h a t  in fo rm a tio n  
w e  h a ve , h e r e ’s  w h a t  w e  n eed , 
h e r e  a re  th e  g a p s , h e r e ’s  
w h a t i t ’s  g o in g  to  ta ke . ”

— J u d ith  M il le r  J o n e s
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I n  a d d i t io n  to  c o n t in u i ty ,  b r e a d th ,  s t ro n g  
le a d e r s h ip ,  a n d  q u a l i ty  w o rk , a n o th e r  k e y  
f a c t o r  i n  th e  C o m m i t te e ’s s u c c e s s  is  i ts  
e x c e p t io n a l  s ta f f in g . C u r r e n t  C h a i r  H a r r y  
R e y n o ld s  o b s e r v e d  t h a t  “ th i s  is  a l l  a b o u t  
th e  te a m . T h e  m in u te  y o u  b e c o m e  C h a ir , 
y o u  h a v e  to  u n d e r s ta n d  th e  im p o r ta n c e  
a n d  q u a l i ty  o f  th e  s t a f f  s u p p o r t ,  w h ic h  h a s  
a n  in c r e d ib le  a m o u n t  to  d o  w i th  h o w  w e l l  
th e  C o m m i t te e  p e r f o r m s .” T h e  C o m 
m i t t e e ’s s t r u c tu r e  is  c h a l le n g in g  in  th a t  
n o t  o n ly  a r e  i t s  h a r d - w o r k in g  m e m b e r s  
v o lu n te e r s  w i t h  “d a y  jo b s ,” b u t  i ts  e n t i r e  
p a r t - t im e  s t a f f  o f  d o z e n s , in c lu d in g  th e  
E x e c u t iv e  S e c re ta r y  a n d  E x e c u t iv e  S ta f f  
D ir e c to r ,  a ls o  h a v e  o th e r  d u t ie s  a s  f e d 
e r a l  e m p lo y e e s . M s . G r e e n b e r g  b e l ie v e s  
th i s  s t r u c tu r e  is  b e n e f ic ia l ,  o n  b a la n c e , 

b e c a u s e  i t  d y n a m ic a l ly  l i n k s  N C V H S  to  th e  in n e r - w o r k in g s  o f  th e  D e p a r tm e n t  
a n d  e n a b le s  N C V H S  m e m b e r s  to  l e a r n  f r o m  t h e i r  s t a f f  c o l l e a g u e s  a b o u t  e x a c tly  
h o w  th e  f e d e r a l  g o v e r n m e n t  o p e ra te s .  I n  b o t h  th e  in te r v ie w s  a n d  th e  ro u n d ta b le  
d is c u s s io n ,  th e  C h a ir s  s t r e s s e d  h o w  m u c h  th e y  v a lu e  th i s  p a r tn e r s h ip  b e tw e e n  th e  
C o m m it te e  a n d  its  E x e c u t iv e  S e c re ta r y , E x e c u t iv e  S ta f f  D ir e c to r ,  a n d  o th e r  s t a f f  
m e m b e r s  a n d  l ia is o n s , a n d  t h e i r  r e c o g n i t io n  th a t  th e  C o m m it te e  w o u ld  n o t  f u n c 
t i o n  e f fe c t iv e ly  w i th o u t  it.

A s  m u c h  a s  th e y  e n jo y e d  s h a r in g  s to 
r ie s  o n  th e  C o m m i t te e ’s h is to r ic a l  h ig h 
l ig h ts  a n d  th e  c h a l le n g e s  a n d  o p p o r tu n i 
t i e s  o f  t h e i r  r e s p e c t iv e  te n u r e s ,  th e  f o r m e r  
C h a i r s  w e r e  c le a r ly  m o s t  in te r e s te d  in  
ta lk in g  a b o u t  th e  c u r r e n t  e n v i r o n m e n t  f o r  
h e a l th  in f o r m a t io n  p o l ic y — w h ic h  a l l  r e 
g a r d e d  a s  a u s p ic io u s — a n d  h o w  N C V H S  
c a n  m a k e  th e  g r e a te s t  p o s s ib le  c o n t r i b u 
t i o n  in  it. T h e  r e c u r r in g  r e f r a in  w a s  th a t  
f u n d a m e n ta l ly ,  th e  C o m m i t te e ’s f o c u s  is  in f o r m a t io n  t h a t  c o n t r ib u te s  to  th e  h e a l th  
o f  th e  p o p u la t io n — w h e th e r  f r o m  h e a l th  c a re  s e rv ic e s ,  p o p u la t io n  h e a l th  s e rv ic e s ,  
o r  o th e r  in f lu e n c e s .  S e v e ra l  f o r m e r  C h a ir s  h a i l e d  th e  C o m m i t te e ’s “ r e tu r n  to  its  
ro o ts ,” n o w  th a t  a d v is in g  o n  H I P A A  a n d  th e  N H I N  is  le s s  a l l - c o n s u m in g ,  to  t h in k  
a b o u t  h o w  2 1 s t c e n tu r y  r e s o u r c e s  c a n  b e  u s e d  to  s t r e n g th e n  th e  in f o r m a t io n  p la t 
f o r m  f o r  im p r o v in g  th e  n a t i o n ’s h e a l th .  D r. L u m p k in  c o m m e n te d ,  “ N C V H S  d id  
n o t  s t a r t  o f f  a s  a  c o m m it te e  f o r  h e a l th  c a re ;  i t  s t a r t e d  o f f  lo o k in g  a t  th e  b r o a d e r  
c o n c e p t  o f  h e a l th , o f  w h ic h  h e a l th  c a re  is  a  c o m p o n e n t . ... I  t h in k  th e  c h a l le n g e  f o r  
th e  C o m m it te e  n o w  is  to  lo o k  a t  w a y s  to  in te g r a te  a c ro s s  th e  d i f f e r e n t  a r e a s  w e  
d e s c r ib e d  i n  2 0 0 1  in  th e  In fo r m a tio n  f o r  H e a lth  r e p o r t .  P e r s o n a l  re c o rd s ,  p o p u la 
t i o n  h e a l th , c l in ic a l  c a re  — i t ’s th e  in te r f a c e  b e tw e e n  th o s e  d i f f e r e n t  s p a c e s  th a t  I 
b e l ie v e  n o  o n e  e ls e  is  re a l ly  p a y in g  a t t e n t io n  to , a n d  th e  C o m m i t te e  c a n .”

We w a n t  a  v a lu e -d r iv e n  h e a lth  
c a re  sy s te m . A n d  w e  w a n t  
p u b l ic  h e a lth  a n d  m e d ic a l  ca re  
to  c o m e  to g e th er . W e’v e  b ee n  
ta lk in g  a b o u t  th is  f o r  h o w  lo n g ?

— J u d ith  M il le r  J o n e s

A  lo t  o f  y o u  a r o u n d  th e  ta b le  
h a v e  b e e n  v is io n a r ie s . W h a t  
I  w o u ld  a s k  y o u  to  h e lp  u s  do  
is, w h e n  w e  p a in t  a  v is io n , 
to  m a k e  su re  w e  s te p  b a c k  to  
b r in g  a lo n g  th e  m a s s e s — th e  
e d u c a tio n , th e  u n d e rs ta n d in g . 
W e’v e  g o t  to  te a c h  p e o p le  
th e se  v is io n s . W e’ve  g o t  to  
m a k e  th e  v is io n  rea l. We n e e d  
w a y s  to  a llo w  p e o p le  to  ru n  
to  th e  v is io n , n o t  w o n d e r  
w h a t th e  v is io n  m ea n s .

— H a r r y  R e y n o ld s
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T h e  p a r t ic ip a n ts  w h o  a re  s t i l l  h a r d  a t  w o r k  o n  N C V H S  b u s in e s s — M r. R e y n o ld s , 
M s . G re e n b e rg , a n d  M r. S c a n lo n — w e lc o m e d  th i s  v a l i d a t io n  o f  th e  C o m m i t te e ’s 
n e w  in te g r a t iv e  p ro je c t ,  a n d  th e y  in v i te d  f u r t h e r  c o n t r ib u t io n s  to  it.

T h e  C h a i r s — f u n c t io n in g  i n  e f f e c t  a s  a  g r o u p  o f  r e s p e c te d  E ld e r s — s e t  a  
n u m b e r  o f  c h a l le n g e s  b e f o r e  N C V H S  th a t  i t  is  s u re  to  k e e p  in  m in d  a s  i t  p la n s  i ts  
f u tu r e  w o rk :

•  T h i n k  b ig , a n d  t h in k  a h e a d . S e t  y o u r  s ig h ts  th r e e  to  f iv e  y e a r s  o u t.
•  A d d  re s e a r c h ,  e d u c a t io n , a n d  c o m m u n ic a t io n  to  th e  N H I I  v is io n ;  a n d  w o r k  

o n  a  r e s e a r c h  a g e n d a .
•  C re a te  c o m m u n ic a t io n  s ta n d a r d s  to  c o m p le m e n t  in f o r m a t io n  s ta n d a r d s ,  to  

g r e a t ly  im p ro v e  im p a c t .
•  H e lp  e s ta b l i s h  a c c o u n ta b i l i ty  f o r  h e a l th  o u tc o m e s .
•  M a k e  th e  v i s io n  u n d e r s ta n d a b le  to  th o s e  w o r k in g  i n  th e  tr e n c h e s .
•  A n d  ta k e  f u l l  a d v a n ta g e  o f  2 1 s t c e n tu r y  to o ls  a n d  c a p a b il i t ie s .
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Appendix 1.

NCVHS Members, Staff, Liaisons, Retirees, Subcommittees, 
Workgroups

C U R R E N T  N C V H S  M E M B E R S ,  S T A F F ,  A N D  L I A I S O N S
(a s  o f  M a y  10, 2 0 1 0 )

Chairman
H a r r y  L . R e y n o ld s ,  Jr.
D i r e c to r
H e a l th  P la n  T r a n s f o r m a t io n
G lo b a l  H e a l th c a re  &  L ife  S c ie n c e s  In d u s t r y

HHS Executive Staff Director
J a m e s  S c a n lo n
D e p u ty  A s s is ta n t  S e c re ta r y
O ff ic e  o f  S c ie n c e  a n d  D a ta  P o l ic y
O ff ic e  o f  th e  A s s is ta n t  S e c re ta r y  f o r  P la n n in g  a n d  E v a lu a t io n , D H H S  
W a s h in g to n ,  D .C .

Executive Secretary
M a r jo r ie  S. G r e e n b e rg ,  M .A .
C h ie f
C la s s i f ic a t io n s  &  P u b l ic  H e a l th  D a ta  S ta n d a r d s  S ta f f  
O f f ic e  o f  th e  D i r e c to r  
N a t io n a l  C e n te r  f o r  H e a l th  S ta t is t ic s ,  C D C  
H y a t t s v i l l e ,  M a r y la n d

Membership
J u s t in e  M . C a r r ,  M .D . ( I n c o m in g  C h a ir , J u n e  2 01 0)
C h ie f  M e d ic a l  O f f ic e r
S e n io r  V P  f o r  Q u a li ty ,  S a fe ty  a n d  M e d ic a l  A f f a ir s  
C a r i ta s  C h r is t i  H e a l th c a re  
B o s to n ,  M A

L e s l ie  P ic k e r in g  F ra n c is ,  J .D ., P h .D .
D is t in g u i s h e d  P r o f e s s o r  o f  L a w  a n d  P h i lo s o p h y  
A l f r e d  C . E m e r y  P r o f e s s o r  o f  L a w  
S J  Q u in n e y  C o l le g e  o f  L a w  
U n iv e r s i ty  o f  U ta h  
S a l t  L a k e  C ity , U T
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Appendix 2.

NCVHS Chairs and Executive Secretaries, 1949-2010 
NCVHS Chairs, 1949-2010

1949: L o w e ll  J. R e e d ,  P h .D .
1957: P h i l ip  H a u s e r ,  P h .D .
1961: P a s c a l  W h e lp to n  
1961: B r i a n  M a c M a h o n , M .D .
1963: R o b e r t  D y a r ,  M .D .
1967: R o b e r t  B e r g , M .D .
1970: F o r r e s t  L in d e r ,  P h .D .
1973: A b r a h a m  L il ie n fe ld , M .D .
1975: K e r r  W h ite ,  M .D .
1979: L e s te r  B re s lo w , M .D .
1983: C le v e  K i l l in g s w o r th ,  Jr.
1986: R o n a ld  B la n k e n b a k e r ,  M .D .
1991: J u d i th  M i l l e r  J o n e s  
1996: D o n  D e tm e r ,  M .D .
1998: J o h n  L u m p k in ,  M .D .
2 0 0 5 : S im o n  C o h n , M .D .
2 0 0 8 : H a r r y  R e y n o ld s  
2 0 1 0  : J u s t in e  C a r r , M .D .

NCVHS Executive Secretaries, 1949-present
1949: I .M . M o r iy a m a , P h .D .
1972: D e a n  K r u e g e r  
1973: I .M . M o r iy a m a , P h .D .
1975: J a m e s  R o b e y , P h .D .
1977: G o o lo o  W u n d e r l ic h , P h .D .
1979: S a m u e l K o r p e r ,  P h .D .
1983: G a i l  F is h e r , P h .D .
1997: M a r jo r ie  S. G r e e n b e r g
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L a r r y  A . G re e n , M .D .
P r o f e s s o r  a n d  E p p e r s o n  Z o r n  C h a i r  f o r  I n n o v a t io n  i n  F a m ily  M e d ic in e  a n d  
P r im a r y  C a re
D e p a r tm e n t  o f  F a m i ly  M e d ic in e
U n iv e r s i ty  o f  C o lo ra d o  D e n v e r  H e a l th  S c ie n c e  C e n te r
A u r o r a ,  C o lo ra d o

M a r k  C . H o r n b r o o k ,  P h .D .
C h ie f  S c ie n t is t
T h e  C e n te r  f o r  H e a l th  R e s e a r c h  N o r th w e s t /H a w a i i /S o u th e a s t  
K a i s e r  P e r m a n e n te  N o r th w e s t  
P o r t la n d ,  O R

J o h n  P. H o u s to n , J .D .
V ic e  P re s id e n t ,  P r iv a c y  &  I n f o r m a t io n  S e c u r i ty
A s s is ta n t  C o u n s e l  a n d  A d ju n c t  A s s is ta n t  P r o f e s s o r  o f  B io m e d ic a l  In f o r m a t ic s  
U n iv e r s i ty  o f  P i t t s b u r g h  S c h o o l o f  M e d ic in e  
P i t t s b u r g h ,  P A

G a r la n d  L a n d ,  M .P .H .
E x e c u t iv e  D i r e c to r
N a t io n a l  A s s o c ia t io n  f o r  P u b l ic  H e a l th  S ta t is t ic s  a n d  I n f o r m a t io n  S y s te m s  
S ilv e r  S p r in g , M D

B la c k f o r d  M id d le to n ,  M .D ., M .P .H .
C o r p o r a te  D ir e c to r ,  C l in ic a l  In f o r m a t ic s  R e s e a r c h  a n d  D e v e lo p m e n t  
C h a i r m a n ,  C e n te r  f o r  I n f o r m a t io n  T e c h n o lo g y  
P a r tn e r s  H e a l th c a re  
W e lle s le y , M A

J. M a r c  O v e rh a g e , M .D ., P h .D .
P r e s id e n t  a n d  C E O
I n d ia n a  H e a l th  I n f o r m a t io n  E x c h a n g e
A s s o c ia te  P ro fe s s o r ,  I n d ia n a  U n iv e r s i ty  S c h o o l o f  M e d ic in e
S e n io r  R e s e a r c h  S c ie n tis t ,  M e d ic a l  In f o r m a t ic s ,  R e g e n s t r i e f  I n s t i tu te ,  In c
I n d ia n a p o l is ,  I N

S a l l ie  M i la m , J .D ., C IP P /G
C h ie f  P r iv a c y  O ff ic e r , W e s t  V i r g in ia  E x e c u t iv e  B r a n c h  
W V  H e a l th  C a re  A u th o r i ty  
C h a r le s to n , W e s t  V i r g in ia

W il l ia m  J. S c a n lo n , P h .D .
H e a l th  P o l ic y  R e s e a r c h  a n d  D e v e lo p m e n t  
W a s h in g to n ,  D C
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D o n a ld  M . S te in w a c h s , P h .D .
P r o f e s s o r  a n d  I n te r im  D ir e c to r
J o h n s  H o p k in s  I n s t i tu te  f o r  P o l ic y  S tu d ie s
T h e  J o h n s  H o p k in s  U n iv e r s i ty
B lo o m b e r g  S c h o o l  o f  P u b l ic  H e a l th
D e p a r tm e n t  o f  H e a l th  P o l ic y  a n d  M a n a g e m e n t
D ir e c to r ,  H e a l th  S e r v ic e s  R e s e a r c h  &  D e v e lo p m e n t  C e n te r
B a l t im o re ,  M D

W a lte r  G . S u a re z , M .D ., M .P .H .
D ir e c to r ,  H e a l th  IT  S tr a te g y  a n d  P o l ic y  
K a i s e r  P e r m a n e n te  
S ilv e r  S p r in g , M D

P a u l  C . T a n g , M .D .
V ic e  P r e s id e n t
C h ie f  M e d ic a l  I n f o r m a t io n  O f f ic e r  
P a lo  A lto  M e d ic a l  F o u n d a t io n  
M o u n ta in  V ie w , C A

J u d i th  W a r re n , P h .D ., R .N .
C h r is t in e  A . H a r t le y  C e n te n n ia l  P r o f e s s o r
D i r e c t o r  o f  N u r s in g  In f o r m a t ic s ,  K U M C  C e n te r  f o r  H e a l th c a r e  I n f o r m a t ic s  
U n iv e r s i ty  o f  K a n s a s  S c h o o l o f  N u r s in g  
K a n s a s  C ity , K S

Liaison Representatives
R o b e r t  T. C ro y le , P h .D .
D ir e c to r ,  D iv is io n  o f  C a n c e r  C o n tr o l  a n d  P o p u la t io n  S c ie n c e s
N a t io n a l  C a n c e r  In s t i tu te
N a t io n a l  I n s t i tu te s  o f  H e a l th ,  U S D H H S
B e th e s d a ,  M D

J. M ic h a e l  F i tz m a u r ic e ,  P h .D .
S e n io r  S c ie n c e  A d v is o r  f o r  I n f o r m a t io n  T e c h n o lo g y  
A g e n c y  f o r  H e a l th c a r e  R e s e a r c h  a n d  Q u a l i ty  
R o c k v i l le ,  M a r y la n d

J im  L e p k o w s k i ,  P h .D .
In s t i tu te  f o r  S o c ia l  R e s e a r c h  
U n iv e r s i ty  o f  M ic h ig a n  
A n n  A rb o r ,  M I

K a r e n  T ru d e l  
D e p u ty  D i r e c to r
O ff ic e  o f  E - H e a l th  S ta n d a r d s  &  S e r v ic e s  
C e n te r s  f o r  M e d ic a r e  a n d  M e d ic a id  S e r v ic e s  
B a l t im o r e  M D
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J o rg e  A . F e r re r ,  M .D ., M .B .A .
M e d ic a l  I n f o r m a t ic i s t  
V e te ra n s  H e a l th  A d m in i s t r a t io n  O H I 
C h ie f  H e a l th  In f o r m a t ic s  O ff ic e  
S ta n d a r d s  &  I n te r o p e r a b i l i ty  
B a y  P in e s ,  F lo r id a

C h a r le s  P. F r ie d m a n , P h .D .
D e p u ty  N a t io n a l  C o o r d in a to r
O ff ic e  o f  th e  N a t io n a l  C o o r d in a to r  f o r  H e a l th  I n f o r m a t io n  T e c h n o lo g y  
D e p a r tm e n t  o f  H e a l th  &  H u m a n  S e r v ic e s  
W a s h in g to n ,  D C

E d w a r d  J. S o n d ik , P h .D .
D i r e c to r
N a t io n a l  C e n te r  f o r  H e a l th  S ta t is t ic s  
H y a t t s v i l l e ,  M a r y la n d

Lead Staff
M a y a  B e r n s te in ,  J .D .
P r iv a c y  A d v o c a te  
A S P E /O S D P
D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s  
W a s h in g to n ,  D C

L o r r a in e  D o o , M .S .W .A ., M .P .H .
S e n io r  A d v is o r
C e n te r s  f o r  M e d ic a r e  a n d  M e d ic a id  S e r v ic e s  
O f f ic e  o f  E - H e a l th  S ta n d a r d s  &  S e r v ic e s  
B a l t im o re ,  M D

D e b b ie  M . J a c k s o n ,  M .A .
S e n io r  P r o g r a m  A n a ly s t
C la s s i f ic a t io n s  a n d  P u b l ic  H e a l th  D a ta  S ta n d a r d s  S ta f f , O f f ic e  o f  th e  D i r e c to r  
N a t io n a l  C e n te r  f o r  H e a l th  S ta t is t ic s  
C e n te r s  f o r  D is e a s e  C o n tr o l  a n d  P r e v e n t io n  
H y a t t s v i l l e ,  M D

M a tth e w  Q u in n ,  M B A  
S p e c ia l  E x p e r t ,  H e a l th  IT  
H e a l th  I T  P o r tfo l io
A g e n c y  f o r  H e a l th c a r e  R e s e a r c h  a n d  Q u a l i ty  (A H R Q )
R o c k v i l le ,  M D
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NCVHS Team
M a r jo r ie  G r e e n b e rg , M .A ., E x e c u t iv e  S e c re ta r y  
D e b b ie  J a c k s o n , M .A .
M is s y  J a m is o n , M .P .H .
K a th e r in e  J o n e s  (T e a m  L e a d e r )
H e t ty  K h a n ,  M .S . , M .G .A ., R .N .
C y n th ia  S id n e y
M a r ie t t a  S q u ir e
T re v a  T h o m p s o n
M ic h e l le  W il l ia m s o n ,  M .S . , R .N .

R E T I R E E S ,  2 0 0 7  T O  M A Y  1 0 , 2 0 1 0

NCVHS Members
J e f f r e y  S. B la ir ,  M .B .A .
D i r e c t o r  o f  H e a l th  I n fo rm a t ic s  
L o v e la c e  C l in ic  F o u n d a t io n  
A lb u q u e rq u e ,  N e w  M e x ic o

S im o n  P. C o h n , M .D ., M .P .H .
A s s o c ia te  E x e c u t iv e  D i r e c to r  
T h e  P e r m a n e n te  F e d e r a t io n  
K a i s e r  P e r m a n e n te  
O a k la n d ,  C A

C a r o l  J. M c C a l l ,  F .S .A ., M .A .A .A
V ic e  P r e s id e n t
H u m a n a
C e n te r  f o r  H e a l th  M e tr i c s  
L o u is v i l le ,  K e n tu c k y

A n th o n y  D . R o d g e r s ,  M .S .P .H .
H e a l th  M a n a g e m e n t  A s s o c ia te s  
S c o t t s d a le ,  A r i z o n a

M a r k  A . R o th s te in ,  J .D .
H e r b e r t  F  B o e h l  C h a i r  o f  L a w  a n d  M e d ic in e  
D ir e c to r ,  I n s t i tu te  f o r  B io e th ic s ,  H e a l th  P o l ic y  a n d  L a w  
U n iv e r s i ty  o f  L o u is v i l le  S c h o o l o f  M e d ic in e  
L o u is v i l le ,  K e n tu c k y

C . E u g e n e  S te u e r le , P h .D .
S e n io r  F e l lo w  
T h e  U r b a n  I n s t i tu te  
W a s h in g to n ,  D C
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K e v in  C . V ig i la n te ,  M .D ., M .P .H .
P r in c ip a l
B o o z - A l le n  &  H a m i l to n  
R o c k v i l le ,  M D

Liaisons
M a r y  Jo  D e e r in g ,  P h .D .
A c t in g  D ir e c to r ,  O P C
O ff ic e  o f  th e  N a t io n a l  C o o r d in a to r  f o r  H e a l th  T e c h n o lo g y  
D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s  
W a s h in g to n ,  D C

S te v e n  J. S te in d e l , P h .D .
S e n io r  A d v is o r
S ta n d a r d s  a n d  V o c a b u la r y  R e s o u rc e
C e n te r s  f o r  D is e a s e  C o n tr o l  a n d  P r e v e n t io n  ( r e t i re d )
A tla n ta ,  G e o rg ia

Lead Staff
D e n is e  B u e n n in g ,  M .S .M .
S e n io r  A d v is o r
C e n te r s  f o r  M e d ic a r e  &  M e d ic a id  S e r v ic e s  
O f f ic e  o f  E - H e a l th  S ta n d a r d s  &  S e r v ic e s  
B a l t im o re ,  M D

A u d re y  L . B u r w e l l
D iv is io n  o f  D a ta  a n d  P o lic y
O ff ic e  o f  M in o r i ty  H e a l th
D e p a r tm e n t  o f  H e a l th  a n d  H u m a n  S e r v ic e s
R o c k v i l le ,  M a r y la n d

M a r y b e th  F a r q u h a r ,  R .N .,  M .S .N .
S e n io r  A d v is o r ,  Q u a l i ty  I n d ic a to r s  I n i t ia t iv e  
C e n te r  f o r  D e l iv e ry , O r g a n iz a t io n  a n d  M a rk e ts  
A g e n c y  f o r  H e a l th c a re ,  R e s e a r c h  a n d  Q u a l i ty  
R o c k v i l le ,  M D

M a r ia  F r ie d m a n , D .B .A .
C e n te r s  f o r  M e d ic a r e  &  M e d ic a id  S e r v ic e s  ( r e t i r e d )  
O f f ic e  o f  E - H e a l th  S ta n d a r d s  &  S e r v ic e s  
B a l t im o re ,  M D
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N C V H S  S U B C O M M I T T E E S
(A s  o f  M a y  10, 2 0 1 0 )

EXECUTIVE SUBCOMMITTEE

Members
H a r r y  L . R e y n o ld s ,  Jr., C h a i r m a n  
J u s t in e  M . C a r r ,  M .D .
L e s l ie  P. F ra n c is ,  J .D ., P h .D .
J o h n  P. H o u s to n ,  J .D .
W a lte r  S u a re z , M .D ., M .P .H .
W il l ia m  J. S c a n lo n , P h .D .
D o n a ld  M . S te in w a c h s , P h .D .
P a u l  C . T a n g , M .D .
J u d i th  W a r re n , P h .D ., R .N .

Ex Officio
J a m e s  S c a n lo n , A S P E  
M a r jo r ie  G r e e n b e rg ,  N C H S

Liaisons
R o b e r t  T. C ro y le , P h .D ., N I H  
J o rg e  A . F e r re r ,  M .D ., M .B .A .,  V A  
J. M ic h a e l  F i tz m a u r ic e ,  P h .D ., A H R Q  
C h u c k  P. F r ie d m a n , P h .D ., O N C  
J im  L e p k o w s k i ,  P h .D ., N C H S /B S C  
E d w a r d  J. S o n d ik , P h .D ., N C H S  
K a r e n  T ru d e l ,  C M S

Staff
D e b b ie  M . J a c k s o n , N C H S  
K a th e r in e  D . J o n e s ,  N C H S  
L e a d  S ta f f  to  S u b c o m m it te e s

SUBCOMMITTEE ON STANDARDS (PREViOUSLY SUBCOMMiTTEE 
ON STANDARDS AND SECURiTY)

Members
W a lte r  G . S u a re z , M .D ., M .P .H ., C o - C h a i r  
J u d i th  W a r re n , P h .D ., R .N ., C o - C h a i r  
J u s t in e  M . C a r r ,  M .D .
J. M a rc  O v e rh a g e , M .D ., P h .D .
H a r r y  L . R e y n o ld s ,  Jr.
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S ta ff

L o r r a in e  T. D o o , C M S  ( le a d  s ta f f )
V iv ia n  A u ld , N L M
S u z ie  B u r k e - B e b e e ,  A S P E
J o rg e  F e r re r ,  M .D ., V A
J. M ic h a e l  F i tz m a u r ic e ,  P h .D ., A H R Q
K a th l e e n  F y f fe ,  O N C
J a m e s  G a r v ie ,  IH S
M a r jo r ie  G r e e n b e rg ,  N C H S
B e ts y  H u m p h re y s ,  N L M
R a n d y  L e v in ,  M .D ., F D A
D o n n a  P ic k e t t ,  N C H S
J a m e s  S c a n lo n , A S P E
J im  S o ra c e , M .D ., A S P E
K a r e n  T ru d e l ,  C M S
M ic h e l le  W il l ia m s o n ,  N C H S

SUBCOMMITTEE ON PRIVACY, CONFIDENTIALITY AND SECURITY
(pREviousLY suBc. on  pRivAcY AND coNFiDENTiALiTY)

Members
L e s l ie  P. F ra n c is ,  J .D ., P h .D ., C o - C h a i r  
J o h n  P. H o u s to n ,  J .D ., C o - C h a i r  
S a l lie  M i la m , J .D .
H a r r y  L . R e y n o ld s ,  Jr.
W a lte r  G . S u a re z , M .D ., M .P .H .
P a u l  C . T a n g , M .D .

Staff
M a y a  B e r n s te in ,  J .D ., A S P E  ( le a d  s ta f f )
A m y  C h a p p e r ,  J .D ., C M S
K a th l e e n  F y f fe ,  O N C
G a i l  H o r l ic k , M .S .W ., J .D ., C D C
J o n a th a n  I s h e e , J D , M P H ., O N C
H e t ty  K h a n ,  N C H S
S u s a n  M c A n d re w , O S /O C R * *
S a r a h  W a tte n b e r g , O N C
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SUBCOMMITTEE ON POPULATION HEALTH
(pREviousLY suBcoMMiTTEE oN popuLATioNs)

Members
W il l ia m  J. S c a n lo n , P h .D ., C o - C h a i r  
D o n a ld  M . S te in w a c h s , P h .D ., C o - C h a i r  
L a r r y  A . G re e n , M .D .
M a r k  C . H o r n b ro o k ,  P h .D .
G a r la n d  L a n d ,  M .P .H .
B la c k f o r d  M id d le to n ,  M .D ., M .P .H .
W a lte r  G . S u a re z , M .D ., M .P .H .

Staff
L e a d  S ta f f , (T B D )
D o u g la s  B o e n n in g ,  M .D .
N a n c y  B re e n ,  P h .D ., N C I , N IH  
V i r g in ia  C a in , P h .D .
A m a n d a  C a s h , H R S A  
D e b b ie  J a c k s o n , N C H S  
M i r y a m  G ra n th o n ,  O P H S  
D a le  H itc h c o c k ,  A S P E  
M is s y  J a m is o n ,  M .P .H ., N C H S  
C il le  K e n n e d y , P h .D ., A S P E  
J a c q u e l in e  L u c a s , N C H S  
E d n a  P a is a n o , IH S

SUBCOMMITTEE ON QUALITY
(PREViOUSLY Wo r k g r o u p  on  QuAUTY)

Members
J u s t in e  M . C a r r ,  M .D ., C o - C h a i r  
P a u l  C . T a n g , M .D ., C o - C h a i r  
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Appendix 3.

C H A R T E R
N A T I O N A L  C O M M I T T E E  O N  V I T A L  A N D  H E A L T H  S T A T IS T IC S

A u t h o r i t y
T h e  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s  is  a u th o r iz e d  u n d e r  S e c 
t i o n  3 0 6 (k )  o f  th e  P u b l ic  H e a l th  S e r v ic e  A c t , a s  a m e n d e d ,  a n d  c o d if i e d  a t  4 2  U .S . 
C o d e  § 2 4 2 k (k ) . T h e  C o m m it te e  is  g o v e r n e d  b y  p ro v is io n s  o f  P u b l ic  L a w  9 2 -4 6 3 , 
a s  a m e n d e d ,  (5 U .S .C . A p p . 2 ), w h ic h  s e ts  f o r t h  s ta n d a r d s  f o r  t h e  f o r m a t io n  a n d  
u s e  o f  a d v is o r y  c o m m it te e s .

O b j e c t i v e  a n d  S c o p e  o f  A c t iv i t i e s
T h e  C o m m it te e  s h a l l  a s s i s t  a n d  a d v is e  th e  S e c r e ta r y  th r o u g h  th e  D e p a r tm e n t  
o f  H e a l th  a n d  H u m a n  S e r v ic e s  D a t a  C o u n c i l ,  o n  h e a l th  d a ta ,  s ta t is t ic s ,  p r iv a c y , 
n a t io n a l  h e a l th  in f o r m a t io n  p o l ic y , a n d  th e  D e p a r tm e n t ’s s t r a te g y  to  b e s t  
a d d r e s s  th o s e  is s u e s . T h e  C o m m it te e  a ls o  s h a l l  a s s i s t  a n d  a d v is e  th e  D e p a r tm e n t  
i n  th e  im p le m e n ta t io n  o f  th e  A d m in is t r a t iv e  S im p li f ic a t io n  p ro v is io n s  o f  th e  
H e a l th  I n s u r a n c e  P o r ta b i l i ty  a n d  A c c o u n ta b i l i ty  A c t , a n d  s h a l l  in f o r m  d e c is io n  
m a k in g  a b o u t  d a ta  p o l ic y  b y  H H S , s ta te s ,  lo c a l  g o v e r n m e n ts  a n d  th e  p r iv a te  s e c 
to r.

D e s c r i p t i o n  o f  D u t ie s
T h e  N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s  is  th e  D e p a r tm e n t ’s s ta tu 
to r y  p u b lic  a d v is o r y  b o d y  o n  h e a l th  d a ta ,  s ta t i s t ic s  a n d  n a t io n a l  h e a l th  in f o r m a 
t i o n  p o lic y . T h e  C o m m it te e  s h a l l  a s s i s t  a n d  a d v is e  th e  S e c r e ta r y  o n  h e a l th  d a ta ,  
s ta t is t ic s ,  p r iv a c y , n a t io n a l  h e a l th  in f o r m a t io n  p o lic y , a n d  th e  D e p a r tm e n t ’s 
s t r a te g y  to  b e s t  a d d r e s s  th o s e  is s u e s . S p e c if ic a l ly  th e  C o m m it te e  sh a ll:

(A ) M o n i to r  t h e  n a t i o n ’s h e a l th  d a ta  n e e d s  a n d  c u r r e n t  a p p ro a c h e s  to  m e e t in g  
th o s e  n e e d s ;  id e n t i f y  e m e r g in g  h e a l th  d a ta  is s u e s ,  in c lu d in g  m e th o d o lo g ie s  
a n d  te c h n o lo g ie s  o f  in f o r m a t io n  s y s te m s , d a ta b a s e s ,  a n d  n e tw o r k in g  th a t  
c o u ld  im p ro v e  th e  a b i l i ty  to  m e e t  th o s e  n e e d s .

(B ) Id e n t i fy  s t r a te g ie s  a n d  o p p o r tu n i t ie s  to  a c h ie v e  lo n g - te r m  c o n s e n s u s  o n  
c o m m o n  h e a l th  d a ta  s ta n d a r d s  th a t  w i l l  p ro m o te  ( I )  th e  a v a i la b i l i ty  o f  
v a l id ,  c r e d ib le ,  a n d  t im e ly  h e a l th  in f o r m a t io n ,  a n d  (ii)  m u lt ip le  u s e s  o f  d a ta  
c o l l e c te d  o n c e ; r e c o m m e n d  a c t io n s  th e  f e d e r a l  g o v e r n m e n t  c a n  t a k e  to  
p ro m o te  s u c h  a  c o n s e n s u s .

(C ) M a k e  r e c o m m e n d a t io n s  r e g a r d in g  h e a l th  t e rm in o lo g y ,  d e f in i t io n s ,  c la s s i f i 
c a t io n s ,  a n d  g u id e l in e s .

(D ) S tu d y  a n d  id e n t i fy  p r iv a c y , s e c u r i ty ,  a n d  a c c e s s  m e a s u r e s  to  p r o te c t  i n d i 
v id u a l ly  id e n ti f ia b le  h e a l th  in f o r m a t io n  i n  a n  e n v i r o n m e n t  o f  e le c tro n ic  
n e tw o r k in g  a n d  m u lt ip le  u s e s  o f  d a ta .
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(E )  I d e n t i f y  s t r a te g ie s  a n d  o p p o r tu n i t ie s  f o r  e v o lu t io n  f r o m  s in g le -p u r p o s e ,  
n a r r o w ly  f o c u s e d ,  c a te g o r ic a l  h e a l th  d a ta  c o l l e c t io n  s t r a te g ie s  to  m o re  
m u l t i - p u r p o s e ,  in te g r a te d ,  s h a r e d  d a ta  c o l l e c t io n  s tra te g ie s .

(F )  I d e n t i fy  s ta t is t ic a l ,  in f o r m a t io n  s y s te m  a n d  n e tw o r k  d e s ig n  is s u e s  
b e a r in g  o n  h e a l th  a n d  h e a l th  s e rv ic e s  d a ta  w h ic h  a r e  o f  n a t io n a l  o r  in t e r n a 
t i o n a l  in te r e s t ;  id e n t i fy  s t r a te g ie s  a n d  o p p o r tu n i t ie s  to  f a c i l i t a te  in te r o p e r 
a b i l i ty  a n d  n e tw o rk in g .

(G ) A d v is e  th e  D e p a r tm e n t  o n  h e a l th  d a ta  c o l l e c t io n  n e e d s  a n d  s tra te g ie s ;  
r e v ie w  a n d  m o n i to r  th e  D e p a r tm e n t ’s d a ta  a n d  in f o r m a t io n  s y s te m s  to  
id e n t i fy  n e e d s , o p p o r tu n i t ie s ,  a n d  p ro b le m s ;  c o n s id e r  t h e  l ik e ly  e f f e c ts  o f  
e m e r g in g  h e a l th  in f o r m a t io n  te c h n o lo g ie s  o n  th e  D e p a r tm e n ts  d a ta  a n d  
s y s te m s , a n d  im p a c t  o f  th e  D e p a r tm e n t= s  in f o r m a t io n  p o l ic ie s  a n d  s y s 
te m s  o n  th e  d e v e lo p m e n t  o f  e m e r g in g  te c h n o lo g ie s .

(H )  S t im u la te  th e  s tu d y  o f  h e a l th  d a ta  a n d  in f o r m a t io n  s y s te m s  is s u e s  b y  o th e r  
o r g a n iz a t io n s  a n d  a g e n c ie s ,  w h e n e v e r  p o s s ib le .

(I )  R e v ie w  a n d  c o m m e n t  o n  f in d in g s  a n d  p r o p o s a ls  d e v e lo p e d  b y  o th e r  o r g a n i 
z a t io n s  a n d  a g e n c ie s  w i t h  r e s p e c t  to  h e a l th  d a ta  a n d  in f o r m a t io n  s y s te m s
a n d  m a k e  r e c o m m e n d a t io n s  f o r  t h e i r  a d o p t io n  o r
im p le m e n ta t io n .

(J )  A s s is t  a n d  a d v is e  th e  S e c re ta r y  i n  c o m p ly in g  w i t h  th e  r e q u i r e m e n ts  im 
p o s e d  u n d e r  P a r t  C  o f  T itle  X I  o f  th e  S o c ia l  S e c u r i ty  A c t;

(K )  S tu d y  th e  is s u e s  r e la te d  to  th e  a d o p t io n  o f  u n i f o r m  d a ta  s ta n d a r d s  fo r  
p a t i e n t  m e d ic a l  r e c o r d  in f o r m a t io n  a n d  th e  e le c tro n ic  in te r c h a n g e  o f  s u c h  
in fo r m a t io n ,  a n d  r e p o r t  to  th e  S e c r e ta r y  n o t  l a t e r  t h a n  A u g u s t  21, 2 0 0 0 , 
r e c o m m e n d a t io n s  a n d  le g is la t iv e  p r o p o s a ls  f o r  s u c h  s ta n d a r d s  a n d  e l e c 
t r o n ic  e x c h a n g e ;

(L ) A d v is e  th e  S e c re ta r y  a n d  th e  C o n g re s s  o n  th e  s ta tu s  o f  th e  im p le m e n ta t io n  
o f  P a r t  C  o f  T itle  X I  o f  th e  S o c ia l  S e c u r i ty  A c t;

(M )  S u b m it  to  th e  C o n g re s s  a n d  m a k e  p u b lic ,  n o t  l a t e r  t h a n  o n e  y e a r  a f t e r  th e  
e n a c tm e n t  o f  th e  H e a l th  I n s u r a n c e  P o r ta b i l i ty  a n d  A c c o u n ta b i l i ty  A c t, a n d  
a n n u a l ly  th e r e a f te r ,  a  r e p o r t  r e g a r d in g  th e  im p le m e n ta t io n  o f  P a r t  C  o f  
T itle  X I  o f  th e  S o c ia l  S e c u r i ty  A c t. S u c h  r e p o r t  s h a l l  a d d r e s s  th e  fo l lo w 
in g  s u b je c ts ,  to  th e  e x te n t  th a t  th e  C o m m it te e  d e te r m in e s  
a p p ro p r ia te :

- T h e  e x te n t  to  w h ic h  p e r s o n s  r e q u i r e d  to  c o m p ly  w i t h  P a r t  C  o f  th e  
A c t  a r e  c o o p e r a t in g  i n  im p le m e n t in g  th e  s ta n d a r d s  a d o p te d  u n d e r  
s u c h  p a r t ;
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- T h e  e x te n t  to  w h ic h  s u c h  e n t i t ie s  a r e  m e e t in g  th e  s e c u r i ty  s ta n d a rd s  
a d o p te d  u n d e r  s u c h  p a r t  a n d  th e  ty p e s  o f  p e n a l t ie s  a s s e s s e d  f o r  n o n 
c o m p lia n c e  w i t h  s u c h  s ta n d a rd s .

- W h e th e r  th e  f e d e r a l  a n d  S ta te  G o v e r n m e n ts  a r e  r e c e iv in g  in f o r m a t io n  
o f  s u f f ic ie n t  q u a l i ty  to  m e e t  t h e i r  r e s p o n s ib i l i t ie s  u n d e r  s u c h  p a r t .

- A n y  p r o b le m s  th a t  e x is t  w i t h  r e s p e c t  to  im p le m e n ta t io n  o f  s u c h  p a r t .

- T h e  e x te n t  to  w h ic h  t im e ta b le s  u n d e r  s u c h  p a r t  a r e  b e in g  m e t.

( N )  A s s is t  a n d  a d v is e  th e  S e c re ta r y  i n  th e  d e v e lo p m e n t  o f  s u c h  r e p o r t s  a s  th e  
S e c r e ta r y  o r  C o n g re s s  m a y  re q u ir e .

I n  th e s e  m a t te r s ,  th e  C o m m it te e  s h a l l  c o n s u l t  w i t h  a l l  c o m p o n e n ts  o f  th e  D e p a r t 
m e n t,  o th e r  f e d e r a l  e n t i t ie s ,  a n d  n o n - f e d e ra l  o rg a n iz a t io n s ,  a s  a p p ro p r ia te .

A g e n c y  o r  O f f ic i a l  t o  W h o m  t h e  C o u n c i l  R e p o r t s
T h e  C o m m it te e  s h a l l  p ro v id e  a d v ic e  a n d  r e c o m m e n d a t io n s  r e g a r d in g  h e a l th  d a ta  
a n d  s ta t is t ic s ,  p r iv a c y , A d m in i s t r a t iv e  S im p lif ic a t io n , d a ta  s ta n d a r d s  a n d  h e a l th  
in f o r m a t io n  p o l ic y  to  th e  S e c re ta r y  o f  H e a l th  a n d  H u m a n  S e r v ic e s ,  th r o u g h  th e  
H H S  D a ta  C o u n c il .

S u p p o r t
T h e  N a t io n a l  C e n te r  f o r  H e a l th  S ta t is t ic s ,  C D C  s h a l l  p ro v id e  e x e c u t iv e  s e c r e ta r i a t  
a n d  lo g is t ic a l  s u p p o r t  s e r v ic e s  to  th e  C o m m it te e . T h e  A s s is ta n t  S e c r e ta r y  f o r  
P la n n in g  a n d  E v a lu a t io n  s h a l l  o v e r s e e  a n d  c o o r d in a te  th e  o v e ra l l  m a n a g e m e n t  
a n d  s ta f f in g  o f  th e  C o m m it te e  th r o u g h  th e  H H S  D a ta  C o u n c il .

E s t i m a t e d  A n n u a l  O p e r a t i n g  C o s ts  a n d  S t a f f  Y e a r s
E s t im a te d  a n n u a l  c o s t  f o r  o p e r a t in g  th e  C o m m i t te e ,  in c lu d in g  c o m p e n s a t io n  a n d  
t r a v e l  e x p e n s e s  f o r  m e m b e r s  b u t  e x c lu d in g  s t a f f  s u p p o r t ,  is  $ 3 9 5 ,9 9 1 . E s t im a te d  
a n n u a l  p e r s o n - y e a r s  o f  s t a f f  s u p p o r t  r e q u i r e d  is  4 .6 5 , a t  a n  e s t im a te d  a n n u a l  c o s t  
o f  $ 5 4 5 ,9 3 6 .

D e s ig n a te d  F e d e r a l  O f f ic e r
A S P E  a n d  C D C  w i l l  s e le c t  a  f u l l t im e  o r  p e r m a n e n t  p a r t - t im e  F e d e r a l  e m p lo y e e  to  
s e rv e  a s  th e  D e s ig n a te d  F e d e r a l  O f f ic e r  (D F O ) to  a t t e n d  e a c h  C o m m it te e  m e e t 
in g  a n d  e n s u r e  th a t  a l l  p r o c e d u r e s  a r e  w i t h in  a p p lic a b le  s ta tu to r y , re g u la to ry , 
a n d  H H S  G e n e r a l  A d m in i s t r a t io n  M a n u a l  d i r e c t iv e s .  T h e  D F O  w i l l  a p p ro v e  a n d  
p r e p a r e  a l l  m e e t in g  a g e n d a s , c a l l  th e  C o m m it te e  a n d  s u b c o m m it te e  m e e t in g s , 
a d jo u r n  a n y  m e e t in g  w h e n  t h e  D F O  d e te r m in e s  a d jo u r n m e n t  to  b e  i n  th e  p u b lic  
in te r e s t ,  a n d  c h a i r  m e e t in g s  w h e n  d i r e c t e d  to  d o  so  b y  th e  o f f ic ia l  to  w h o m  th e  
C o m m it te e  r e p o r ts .  T h e  D F O  o r  h is  d e s ig n e e  s h a l l  b e  p r e s e n t  a t  a l l  C o m m it te e  
a n d  s u b c o m m it te e  m e e t in g s .
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E s t i m a t e d  N u m b e r  a n d  F r e q u e n c y  o f  M e e t i n g s
M e e t in g s  s h a l l  b e  h e ld  n o t  le s s  t h a n  a n n u a l ly  a t  th e  c a l l  o f  th e  D e s ig n a te d  F e d e r a l  
O ff ic e r , w h o  s h a l l  a l s o  a p p ro v e  th e  a g e n d a . T h e  D e s ig n a te d  F e d e r a l  O f f ic e r  s h a ll  
b e  p r e s e n t  a t  a l l  m e e t in g s .
M e e t in g s  s h a l l  b e  o p e n  to  th e  p u b lic  e x c e p t  a s  d e te r m in e d  o th e r w is e  b y  th e  
S e c re ta r y , H H S  o r  d e s ig n e e  in  a c c o r d a n c e  w i t h  th e  G o v e r n m e n t  i n  th e  S u n s h in e  
A c t  (5 U .S .C . 5 52 b(c)) a n d  S e c t io n  1 0(d) o f  th e  F e d e r a l  A d v is o ry  C o m m it te e  A c t. 
N o t ic e  o f  a l l  m e e t in g s  s h a l l  b e  g iv e n  to  th e  p u b lic . M e e t in g s  s h a l l  b e  c o n d u c te d , 
a n d  r e c o rd s  o f  th e  p r o c e e d in g s  k e p t ,  a s  r e q u i r e d  b y  th e  a p p l ic a b le  la w s  a n d  d e 
p a r tm e n ta l  r e g u la t io n s .  I n  th e  e v e n t  a  p o r t io n  o f  a  m e e t in g  is  c lo s e d  to  th e  p u b lic  
a s  d e te r m in e d  b y  th e  S e c re ta r y , H H S , i n  a c c o r d a n c e  w i t h  t h e  G o v e r n m e n t  i n  th e  
S u n s h in e  A c t  (5 U .S .C . 5 52 b(c)) a n d  S e c t io n  10(d) o f  th e  F e d e r a l  A d v is o ry  C o m 
m it te e  A c t, a  r e p o r t  s h a l l  b e  p r e p a r e d  w h ic h  s h a l l  c o n ta in ,  a s  a  m in im u m , a  l i s t  
o f  m e m b e r s  a n d  t h e i r  b u s in e s s  a d d r e s s e s ,  th e  C o m m i t te e ’s f u n c t io n s ,  d a te s  a n d  
p la c e s  o f  m e e t in g s ,  a n d  a  s u m m a r y  o f  C o m m it te e  a c t iv i t ie s  a n d  r e c o m m e n d a t io n s  
m a d e  d u r in g  th e  f i s c a l  y e a r . A  c o p y  o f  th e  r e p o r t  s h a l l  b e  p r o v id e d  to  th e  D e p a r t 
m e n t  C o m m it te e  M a n a g e m e n t  O ff ic e r .

D u r a t i o n
C o n t in u in g

T e r m i n a t i o n  D a t e
U n le s s  r e n e w e d  b y  a p p r o p r ia te  a c t i o n  p r io r  to  its  e x p ir a t io n ,  th e  c h a r t e r  f o r  th e  
N a t io n a l  C o m m it te e  o n  V ita l  a n d  H e a l th  S ta t is t ic s  w i l l  t e r m in a t e  2  y e a r s  f r o m  th e  
d a te  th i s  c h a r te r  is  f i le d .

M e m b e r s h i p  a n d  D e s ig n a t io n
T h e  C o m m it te e  s h a l l  c o n s i s t  o f  18 m e m b e r s ,  in c lu d in g  th e  C h a ir . T h e  m e m b e r s  
o f  th e  C o m m it te e  s h a l l  b e  a p p o in te d  f r o m  a m o n g  p e r s o n s  w h o  h a v e  d is t in g u is h e d  
th e m s e lv e s  i n  th e  f ie ld s  o f  h e a l th  s ta t is t ic s ,  e l e c tro n ic  in te r c h a n g e  o f  h e a l th  c a re  
in f o r m a t io n ,  p r iv a c y  a n d  s e c u r i ty  o f  e le c tro n ic  in f o r m a t io n ,  p o p u la t io n - b a s e d  
p u b l ic  h e a l th , p u r c h a s in g  o r  f in a n c in g  h e a l th  c a r e  s e rv ic e s ,  in te g r a te d  c o m p u te r 
iz e d  h e a l th  in f o r m a t io n  s y s te m s , h e a l th  s e rv ic e s  r e s e a r c h ,  c o n s u m e r  in te r e s t s  
i n  h e a l th  in f o r m a t io n ,  h e a l th  d a ta  s ta n d a r d s ,  e p id e m io lo g y , a n d  th e  p r o v i s io n  o f  
h e a l th  s e rv ic e s . M e m b e r s  o f  th e  C o m m it te e  s h a l l  b e  a p p o in te d  f o r  t e r m s  o f  u p  to  
f o u r  y e a r s .  T h e  S e c r e ta r y  s h a l l  a p p o in t  o n e  o f  th e  m e m b e r s  to  s e rv e  a  tw o  y e a r , 
r e n e w a b le  t e r m  a s  th e  C h a ir .
O f  th e  m e m b e r s  o f  th e  C o m m it te e ,  o n e  s h a l l  b e  a p p o in te d  b y  th e  S p e a k e r  o f  th e  
H o u s e  o f  R e p r e s e n ta t iv e s  a f t e r  c o n s u l ta t i o n  w i t h  th e  m in o r i ty  l e a d e r  o f  th e  H o u s e  
o f  R e p r e s e n ta t iv e s ;  o n e  s h a l l  b e  a p p o in te d  b y  th e  P r e s id e n t  p ro  te m p o r e  o f  th e  
S e n a te  a f t e r  c o n s u l ta t i o n  w i t h  th e  m in o r i ty  le a d e r  o f  th e  S e n a te , a n d  16 s h a l l  b e  
a p p o in te d  b y  th e  S e c re ta ry .
M e m b e r s h ip  t e r m s  o f  m o re  t h a n  tw o  y e a r s  a r e  c o n t in g e n t  u p o n  th e  r e n e w a l  o f  th e  
C o m m it te e  b y  a p p r o p r ia te  a c t i o n  p r io r  to  i t s  te r m in a t io n .  A n y  m e m b e r  a p p o in te d  
to  f i l l  a  v a c a n c y  o c c u r r in g  p r io r  to  th e  e x p i r a t io n  o f  th e  t e r m  f o r  w h ic h  h is  o r  
h e r  p r e d e c e s s o r  w a s  a p p o in te d  s h a l l  b e  a p p o in te d  o n ly  f o r  th e  r e m a in d e r  o f  s u c h  
te rm . A  m e m b e r  m a y  s e rv e  180 d a y s  a f t e r  t h e  e x p i r a t io n  o f  th a t  m e m b e r ’s t e r m  i f  
a  s u c c e s s o r  h a s  n o t  t a k e n  o ffic e .
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M e m b e r s  w h o  a r e  n o t  f u l l - t im e  F e d e r a l  e m p lo y e e s  s h a l l  b e  p a id  a t  a  r a te  n o t  to  
e x c e e d  th e  d a i ly  e q u iv a le n t  o f  th e  ra te  i n  e f f e c t  f o r  a n  E x e c u t iv e  L e v e l  I V  o f  th e  
E x e c u t iv e  S c h e d u le  f o r  e a c h  d a y  th e y  a re  e n g a g e d  i n  th e  p e r f o r m a n c e  o f  t h e i r  
d u t ie s  a s  m e m b e r s  o f  th e  C o m m it te e .  A l l  m e m b e r s ,  w h i le  so  s e r v in g  a w a y  f r o m  
t h e i r  h o m e s  o r  r e g u la r  p la c e s  o f  b u s in e s s ,  m a y  b e  a l lo w e d  t r a v e l  e x p e n s e s ,  in c lu d 
in g  p e r  d ie m  in  l ie u  o f  s u b s is te n c e , i n  th e  s a m e  m a n n e r  a s  s u c h  e x p e n s e s  a r e  a u 
th o r iz e d  b y  S e c t io n  5 7 0 3 , T itle  5 , U .S . C o d e , f o r  e m p lo y e e s  s e r v in g  in te rm it te n t ly .

S u b c o m m i t t e e s
S ta n d in g  a n d  a d  h o c  s u b c o m m it te e s  a n d  w o r k in g  g ro u p s  m a y  b e  e s ta b l i s h e d  w i t h  

th e  a p p ro v a l  o f  th e  S e c re ta r y , H H S  o r  d e s ig n e e  to  a d d r e s s  s p e c if ic  is s u e s  a n d  to  
p ro v id e  th e  C o m m it te e  w i th  b a c k g r o u n d  s tu d y  a n d  p r o p o s a ls  f o r  c o n s id e ra t io n  
a n d  a c t io n . T h e  C h a i r  s h a l l  a p p o in t  m e m b e r s  to  th e  s u b c o m m it te e s  a n d  d e s ig 
n a te  a  C h a i r  f o r  e a c h  s u b c o m m it te e  f r o m  th e  f u l l  C o m m it te e .  T h e  s u b c o m m it 
t e e s  s h a l l  m a k e  t h e i r  r e c o m m e n d a t io n s  to  th e  p a r e n t  C o m m it te e  f o r  d e l ib e ra t io n . 
T im e ly  n o t i f i c a t io n  o f  th e  s u b c o m m it te e s ,  in c lu d in g  c h a rg e s  a n d  m e m b e r s h ip , 
s h a l l  b e  m a d e  i n  w r i t in g  to  th e  D e p a r tm e n t  C o m m it te e  M a n a g e m e n t  O f f ic e r  b y  
th e  E x e c u t iv e  S e c re ta ry .

R e c o r d k e e p i n g
T h e  r e c o r d s  o f  th e  C o m m it te e ,  e s ta b l i s h e d  s u b c o m m it te e s ,  o r  o th e r  s u b g r o u p s  o f  
th e  C o m m it te e ,  s h a l l  b e  m a n a g e d  in  a c c o r d a n c e  w i t h  G e n e r a l  R e c o r d s  S c h e d u le  
2 6 , I t e m  2  o r  o th e r  a p p ro v e d  a g e n c y  r e c o r d s  d i s p o s i t io n  s c h e d u le .  T h e s e  r e c o rd s  
s h a l l  b e  a v a ila b le  f o r  p u b l ic  in s p e c t io n  a n d  c o p y in g , s u b je c t  to  th e  F r e e d o m  o f  
I n f o r m a t io n  A c t , 5 U .S .C . 552.

F i l i n g  D a te
J a n u a r y  16, 2 01 0  
A P P R O V E D :

D a te :

JAN -  7 »10

S e c r e ta r y  o f  H e a l th  a n d  H u m a n  S e r v ic e s
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NCVHS 60-year Timeline
1 9 4 9 -5 9 1 9 6 0 - 6 9 1 9 7 0 -7 9

C h a i r  ( t h e  f i r s t  
y e a r  o f  t e r m  is  
n o t e d )

1949: L o w e ll  J. 
R e e d ,  P h D ;
1957:
P h i l ip  H a u s e r ,  P h D

1961:
P a s c a l  W h e lp to n ;  
1961: B r i a n  
M a c M a h o n , M D ; 
1963:
R o b e r t  D y a r ,  M D ; 
1967:
R o b e r t  B e r g , M D

1970:
F o r r e s t  L in d e r ,  P h D ; 
1973: A b r a h a m  
L il ie n fe ld , M D ;
1975: K e r r  W h ite , M D ; 
1979:
L e s te r  B re s lo w , M D

E x e c u t iv e
S e c r e t a r y

1949: I .M . 
M o r iy a m a , P h D

1972: D e a n  K r u e g e r ;  
1973:
I .M . M o r iy a m a , P h D ; 
1975:
Jam es  R obey , P h D ;
1977: G o o lo o  
W u n d e r l ic h , P h D ;
1979; S a m .K o rp e r ,P h D

E x e c . S t a f f  D i r

M a j o r  N C V H S  
fo c i

M a jo r  in i t ia l  fo c u s :  
in te r n a t io n a l  
c la s s i f ic a t io n s , 
w o r k  w i th  W H O  
A ls o  a d v is e d  
o n  d e v e lo p in g  
N a t io n a l  H e a l th  
S u rv e y .

1964: 1 5 th  
A n n iv e r s a r y  
C e le b ra t io n ;  
S h i f t  to  m o re  
d o m e s t i c  fo c u s . 
I s s u e s  in c lu d e  
c h r o n ic  d is e a s e , 
a d m in is t r a t i v e  
s im p l if ic a t io n , 
lo c a l  d a ta .

W o rk  b e g in s  o n  
s ta n d a r d iz a t io n ,  c o re  
d a ta ,  a d m in is t r a t iv e  
s im p lif ic a t io n .
1979: N C V H S  
te c h n ic a l  c o n s u l ta n t  
p a n e ls  e n d .

S ig n i f i c a n t  
d e v e lo p m e n ts  
i n  t h e  h e a l t h  
i n f o r m a t i o n  p o l ic y  
e n v i r o n m e n t ;  
c h a n g e s  in  
N C V H S  s t a t u s ,  
c o m p o s i t i o n ,  
c h a r g e

I n i t i a l  N C V H S  
U .S . a d v is o ry  
r e la t io n s h ip  w i th  
U .S . S u r g e o n  
G e n e ra l .

1 964: c o m p le t io n  o f  
th e  “ in te r n a t io n a l  
l i s t ,” i n  w h ic h  
N C V H S  h e a v ily  
in v o lv e d .

W o rk  b e g in s  th a t  
le a d s  to  IC I D H  ( la te r  
IC F ).
1974: C o n g r . m a n d a te  
to  a d v is e  H E W  ( la te r  
H H S )  S e c ’ty ;  g r o w in g  
p a r tn e r s h ip  w /  H E W / 
H H S ; 1st o f  s e v e ra l  
e x p a n s io n s .
1977: H C F A  (C M S ) 
c re a te d .
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1 9 8 0 - 8 9 1 9 9 0 - 9 9 2 0 0 0 - 0 9 2 0 1 0
1983: C le v e  
K i l l in g s w o r th ,  Jr.; 
1986: R o n a ld  
B la n k e n b a k e r ,  M D

1991:
J u d i th  M i l l e r  Jo n e s ; 
1996:
D o n  D e tm e r ,  M D  
1998:
J o h n  L u m p k in ,  M D

2 0 0 5 :
S im o n  C o h n , M D  
2 0 0 8 :
H a r r y  R e y n o ld s

2 01 0 :
J u s t in e  C a r r , M D

1983:
G a i l  F is h e r ,  P h D

1997:
M a r jo r ie  G r e e n b e r g

D i r e c t o r  1995: 
J a m e s  S c a n lo n

E x p a n d e d  
c o n n e c t io n s  
b e tw e e n  N C V H S  
a n d  p r iv a te  s e c to r  
a s  w e l l  a s  g o v ’t. 
I s s u e s  in c lu d e  
s ta t i s t ic a l  a s p e c t s  
o f  p h y s ic ia n  
p a y m e n t  s y s te m s ,

1995: 4 5 th  
A n n iv e r s a r y  
C e le b ra t io n . 
A d v is in g  o n  h e a l th  
c a re  re fo rm ; 
r e v ie w  o f  p r iv a c y  
a n d  c o n f id e n t ia l i ty  
is s u e s  i n  h e a l th  d a ta .  
S e v e ra l  p o p u la t io n  
h e a l th  in i t ia t iv e s  in  
th i s  p e r io d .

J u n e  2 0 0 0 :
5 0 th  A n n iv e r s a ry .  
N H I I  a n d  h e a l th  
s ta t i s t ic s  v is io n s  
p u b l i s h e d ,  2 0 0 1  
&  2 0 0 2 . F o c a l  
N C V H S  a re a s : 
p r iv a c y , s ta n d a r d s ,  
q u a l i ty ,  p o p u la t io n  
h e a l th .  S p e c ia l  
p r o je c ts  o n  N H I N  
f o r  O N C .

W o rk  i n  th e  4  k e y  
a r e a s  a n d  N H I N  
c o n t in u e s . W o rk  
b e g in s  o n  th e  
b r o a d  in f o r m a t io n  
c a p a c i t ie s  n e e d e d  
to  im p ro v e  
p o p u la t io n  h e a l th  
a n d  h e a l th  c a re . 
J u n e  2 01 0 : N C V H S  
6 0 th  A n n iv e r s a r y  
C e le b ra t io n .

G ro w in g
c o l la b o r a t io n  w i th  
H C F A .
1988: N C V H S  
e x p a n s io n  to  16 
m e m b e r s  w i th  
4 - y e a r  te rm s .

1995: n e w  A S P E  
p a r t ic ip a t io n ,  
re la t io n s h ip  to  D a ta  
C o u n c il .
1996: H IP A A  
m a n d a te s .
N C V H S  c h a r te r  
a n d  s iz e  e x p a n d e d ;  
C o n g re s s  n o w  
a p p o in t s  2  m e m b e r s ;  
a n n u a l  r e p o r t  to  
C o n g re s s  o n  H IP A A  
im p le m e n ta t io n .

2 0 0 3 : M M A  
m a n d a te s .
2 0 0 4 : P r e s id e n t i a l  
g o a l  o f  E H R s  f o r  a l l  
b y  2014 .
2 0 0 4 : C re a t io n  o f  
O N C , fo l lo w e d  b y  
a d d i t io n a l  f e d e ra l  
a d v is o r y  b o d ie s .  
F e b . 2 0 0 9 : A R R A /  
H I T E C H

H e a l th  c a r e  r e fo rm  
p a s s e s ,  ( P a t ie n t  
P r o te c t i o n  a n d  
A f f o r d a b i l i ty  C a re  
A c t)  M a r c h  2 01 0
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